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 This thesis is dedicated to all of the children and their families, who are battling life-

threatening diseases requiring hematopoietic stem cell transplant treatment.  May the findings of 

this research help to provide some comfort during this very complex and challenging experience.   
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SUMMARY 

 Hematopoietic stem cell transplantation (HSCT) has become a widely accepted method 

for treating various pediatric malignant and non-malignant conditions, but does come with many 

challenges including 35% mortality rate at one year, morbidity brought on by acute and chronic 

complications, and significant psychological challenges of both the child and the family.  The 

aims of this descriptive qualitative study incorporated the views of parents and nurses, and 

include: 1) to describe how families are supported through the acute phase of HSCT, when the 

child is hospitalized (first manuscript) and 2) to describe the challenges that parents face during 

their child’s HSCT hospitalization and how parents cope and adapt to this experience (second 

manuscript). 

 Using a stratified purposeful sampling method and eligibility criteria, ten parents and 

fifteen nurses were recruited from an academic medical center in the Midwest to participate in a 

demographic survey and semi-structured interviews.  The Resiliency Model of Family Stress, 

Adjustment, and Adaptation guided the design, interview guides, directed content analysis, and 

summation.  

 Support groups and/or support from individuals going through the same experience were 

most beneficial to families, and family presence during the hospitalization was crucial.  Family 

obligations, transplant-related complications, and a breakdown in communication with the 

transplant team were described as the most challenging parental stressors to manage, with 

hopefulness for a cure seen as a positive coping mechanism.  As families are forced to adapt to 

new routines, healthcare professionals must assess the ability of families to manage the stressful 

challenges of pediatric HSCT and intervene when families are lacking in support structures.
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I. SUPPORTING FAMILIES THROUGH THE ACUTE PHASE OF THE PEDIATRIC 

HEMATOPOIETIC STEM CELL TRANSPLANT EXPERIENCE: PERSPECTIVES 

FROM PARENTS AND NURSES 

Approximately 3,500 children require a life-saving allogeneic or autologous 

hematopoietic stem cell transplant (HSCT) each year in the U.S for malignancies, anemic 

conditions, immunologic and metabolic conditions, or solid tumors (National Cancer Institute, 

2017).   Although allogeneic HSCT (donated cells) is associated with higher rates of 

complications and mortality, autologous HSCT is not without its challenges (Kolins, Zbylut, 

McCollom, & Aquino, 2011).  Several investigators report overall mortality rates of pediatric 

HSCT to be around 35% at one year and mortality rates from 42% to 76% in children who have 

experienced acute complications, including respiratory failure, renal failure, liver disease, and 

sepsis, within the first 100 days after transplant (Rowan et al., 2016; Zinter, Dvorak, Spicer, 

Cowan, and Sapru, 2015).  With the threat of fatal complications, uncertainty of prognosis, and a 

prolonged hospitalization for the HSCT experience, many children and families face significant 

psychological effects during the acute phase of the transplant process.     

Background 

       It is well known that children exhibit significant physical and psychological effects after 

pediatric HSCT, which affect family functioning, and range from medical complications to social 

isolation (Lahaye, Aujoulat, Vermylen, & Brichard, 2017; Ishida, et al., 2010; Tanzi, 2011; 

Ingreski, Shaw, Gray, & Janicke, 2010).  Psychological effects of the parents and siblings have 

also been identified in numerous studies.  Approximately 50% of parents report Post Traumatic 

Stress Disorder (PTSD) symptoms that occur within the first three months after the child’s 

HSCT, and at least 15% of the caregivers demonstrate high levels of distress, including anxiety, 
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depression, burnout symptoms, and PTSD at five years post transplant (Virtue et al., 2014a; 

Virtue et al., 2014b; Riva et al., 2014).  Strong evidence has been linked to a decrease in 

emotional functioning of parents whose child underwent HSCT and experienced clinical 

complications of the transplant, including acute graft versus host disease (GVHD), organ 

toxicity, and early-onset infection (Terrin, Rodday, Tighiouart, Chang, and Parsons, 2013).  

Parents and siblings often serve as the children’s HSCT donors.  As children suffer 

complications or death after HSCT, this can cause feelings of anxiety and guilt among the donor, 

adding to the psychological distress of the HSCT process (van Walraven et al., 2012; Wilkins 

and Woodgate, 2007a, 2007b; MacLeod, Whitsett, Mash, & Pelletier, 2003).  Non-donor siblings 

also have their own challenges with pediatric HSCT, including social isolation, exclusion from 

the family, anxiety, depression, unmet needs, and an overall feeling of an interruption in family 

life (White et al., 2017; Erden, Kuskonmaz, Cetinkaya, Unal, & Ozsungur, 2019; Packman, 

Gong, VanZutphen, Shaffer, & Crittenden, 2004; Pentz et al., 2014).  There are many 

complexities surrounding pediatric stem cell transplantation and HSCT success is reliant on a 

continuum of care both within the health care system and within the family structure to address 

uncertainties in outcomes and quality of life (Terrin et al., 2013; Pennarola et al., 2012; Norberg 

et al, 2014; Santacroce, 2003).          

Family support during acute pediatric illness remains vital to maintain the family unit as 

functional and address all of the described psychological effects that arise from pediatric HSCT.  

Care models that incorporate a shared care approach and continuity of care are key to provide 

positive outcomes, reduce parental anxiety, increase parental satisfaction, and improve 

communication between members of the health care team (Curtis, Foster, Mitchell, & Van, 

2016).   The recovery process after HSCT is described as a family experience involving the 
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challenges of caring for the transplant recipient, caring for other children in the household, and 

maintaining some kind of normalcy in the daily routines (Young, 2013).     

 Some investigators have reported strategies that help families through the HSCT 

experience.   Parental activation, the process of becoming informed to make decisions, helps 

parents communicate and collaborate with the health care team, and care for their children 

(Mayer et al., 2010; Mayer et al., 2009).  The Internet, health care team, and printed materials 

were most accessed by families to gain knowledge about their child’s transplant, while health 

care professionals, family and friends, educational classes on HSCT, and support networks were 

accessed as support systems throughout the first year after transplant (Mayer et al., 2009).  

Families have also identified that their personal needs and the family’s emotional needs were not 

met during the first year of the transplant experience (Mayer et al., 2009).  There is some 

interventional research addressing the psychological effects of the child and parents, including a 

parent-focused social-cognitive processing intervention for caregivers, a massage intervention 

for the parent and child, and a music intervention for the child (Manne, Mee, Bartell, Sands, & 

Kashy, 2016; Lindwall et al., 2014; Burns, Robb, Phillips-Salimi, & Hoarse, 2010).  The 

palliative care team is a model that treats the whole family and not just the child, and can play a 

role in the psychological support of the family members through the facilitation of 

communication with health care professionals, continuity of care, parental involvement with 

decision making, and symptom management for the child (van der Geest et al., 2014).  Although 

some interventions were found to be statistically significant to reduce psychological effects, 

others were not significant, suggesting that parents suffer extreme anxiety during the acute phase 

of the transplant regardless of interventions.  There is a significant gap in the literature that 

outlines interventions for families during the acute HSCT experience.              
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In summary, pediatric stem cell transplantation comes with significant physical risks to 

the child, as well as significant psychological risks to the entire family.  Because it has been 

reported that up to 50% of parents suffer from PTSD during the acute phases of the child’s 

transplant, it is vital that the health care team not only prioritize treating and curing the child, but 

also supporting the family.  With prolonged hospitalizations during the acute phase of the HSCT, 

these families experience many immediate challenges that need to be addressed.     

Purpose 

The aim of this study was to provide an understanding of how families are supported 

through the acute phase of HSCT, while the child is hospitalized, from the perspectives of the 

child’s parents and the nurses caring for these children.  Support from the community, social 

resources, family, and healthcare professionals, was the center of the focus, as guided by the 

conceptual model.  Participants were asked about support interventions that were either 

beneficial or absent, which will help guide further research.   

Methods 

Design 

A qualitative descriptive design was chosen for this study.  (Kim, Sefcik, & Bradway, 

2017; Sandelowski, 1993; Sandelowski, 2000).  An adapted model from The Resiliency Model of 

Family Stress, Adjustment, and Adaptation (Hill, 1949; McCubbin, Gauble, & Patterson, 1982; 

McCubbin & McCubbin, 1993; McCubbin et al., 1996; Weber, 2011) guided the design, 

interview guide, analysis, and summation of this study.    

Sample 

Data were collected at an academic urban children’s hospital in the Midwest, using a 

stratified purposeful sampling method (Patton, 2015) and eligibility criteria were met (Table 1).   
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Data saturation was reached at 12 nurses and 8 parents (O’Reilly & Parker, 2012; Ulin et al., 

2005).  Parents were defined as the biological parent, or more broadly as the designated 

caregiver (e.g., family member such as grandparent, aunt; legal guardians) who is actively 

involved with the care of the child in the hospital unit (Knafl & Van Riper, 2017).     

Recruitment 

Nurses were recruited passively through flyers containing study and contact information 

for the research team and through unit staff meetings. The pediatric HSCT Nurse Practitioner 

(NP) team recruited the participants during an outpatient clinic visit or on the inpatient unit when 

the child was admitted for their HSCT, using a script and brochure with study information.  The 

interviewer then contacted parents after the child’s admission for consent and the interviews.  

Recruitment occurred from August 2019 to August 2020 and included two stoppages due (1) 

workforce disruption and (2) COVID19 pandemic.   

Measures 

All participants completed a demographic survey and participated in a semi-structured 

interview (Table 2).  The semi-structured interview questions were based on the conceptual 

framework and incorporated the following concepts: community resources, social resources, 

family support, and healthcare team support (Kallio, Pietila, Johnson, & Kangasniemi, 2016).  

The parents provided an interview within one week from discharge while the child was still 

hospitalized.  An optional follow-up interview for the parent group was offered at least 24 hours 

after the initial interview (Dempsey, Dowling, Larkin, & Murphy, 2016).  If two parents were 

recruited from one family, the parents were interviewed separately, which allowed the research 

team to identify differences between family members who have different roles (Kronenberger et 

al., 1998; Barrera, Atenafu, Doyle, Berlin-Romalis, & Hancock, 2012; Parsons et al., 2006).  The 
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nurse perspectives were focused on the general pediatric HSCT population and not specifically 

on the care of a particular child.  Therefore, they were not paired with the parents.     

Procedures 

Approval from the Institutional Review Board (IRB: 19-0308) at the data collection site 

prior to initiating data collection was obtained. All qualitative interviews were consented by the 

participant, held privately, face-to-face, and at the convenience of the participant, then audio-

recorded, transcribed verbatim, and checked for accuracy after transcription.  Field notes taken 

during the interviews and the transcribed interviews were used for data analysis (Seidman, 2013; 

Ulin et al., 2005).  A small token was provided to all participants for participation in the 

interviews as described in the grant proposals ($30.00 gift card for the first interview; $15.00 for 

the second interview).  A Nurse Advisory Committee (not study participants) from the pediatric 

HSCT unit was formed to work closely with the investigators and provided input into the 

interview guides, reviewed themes, and helped guide a dissemination plan.  Careful attention was 

paid to maintaining confidentiality and a safety-monitoring plan was in place to address 

psychological distress (Koenig, Back, & Crawley, 2003; Kaiser, 2009).        

Analysis 

The data analysis for the aim in this study followed a directed content analysis approach, 

assisting in the validation of the conceptual framework (Hsieh & Shannon, 2005).  The four main 

themes guided the analytic process: community support, social support, family support, and 

healthcare team support.  Interview passages from parents and nurses were categorized into the 

predetermined codes, patterns, and themes using an inductive approach.  The matrix method 

helped to reduce and display the data, and devise conclusions (Miles & Huberman, 1994), and 

NVivo 12 for Mac was used to organize and store the data from the interviews and assist in 
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organizing the codes and patterns into themes as they emerge (Peacock & Paul-Ward, 2006).  A 

team approach for the analytic process was used to maintain dependability and codes were 

monitored to keep them well defined (MacQueen, McLellan-Lemal, Bartholow, & Milstein, 

2008).  Two nurses were brought back to review the transcripts and the meaning of the 

interviews (Creswell & Miller, 2000).  Triangulation was used to search for convergence among 

the different data sources, including parents and nurses (Ortlipp, 2008; McCabe & Holmes, 

2009; Mays & Pope, 2000).            

Results 

 Ten parents from six families and fifteen nurses from the pediatric oncology/HSCT in-

patient care unit completed a demographic survey and one semi-structured interview, each within 

a twelve-month time frame (Table 3 & Table 4).  Two parents completed an optional second 

interview with the other eight parent participants either declining the second interview or their 

child was discharged within 24 hours of the first interview.  The parent interviews lasted between 

20(min):39(sec) to 56:08 (mean 37:28) for the first interview, and 3:07 to 7:17 (mean 5:15) for 

the second interview; the nurse interviews lasted between 13:08 to 51:37 (mean 26:29).  Fifty 

percent of families had a child who underwent an autologous HSCT and 50% were allogeneic for 

diverse underlying diseases.   

The directed content analysis of the data used the main themes from the Family Support 

Conceptual Model, and adaptation from the Resiliency Model of Family Stress, Adjustment, and 

Adaptation (Figure 1).  Subthemes emerged within each main theme that outline the parents’ 

most beneficial support during the child’s hospitalization for HSCT.  Below, each of the main 

themes is delineated with appropriate subthemes (Table 5).        
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Community Support 

 Community resources were defined as those found through church/religion/ spirituality, 

disease specific foundations, employer, school districts for both the hospitalized child and the 

siblings, and random acts of kindness from people within the surrounding community.  As the 

parent group has more perspective about support they receive outside of the hospital setting, 

parent participants shared more robust experiences in this category than the nurse group.      

Church/Religion/Spirituality 

 Many of the parents described the roles that religion and spirituality play in helping to 

support families through their child’s illness and hospitalization.  Some church experiences were 

described as randomly donating to families in need while others take a more active role with 

supporting the family as stated by one father:  

In fact, a lot of the friends who’ve played nanny for us are, friends we know through  

church . . . one of our members is a really good friend, and her daughter had  

retinoblastoma . . . she’s been through this, so she’s been a big support.  And she’ll come 

 and get our five-year-old daughter and give her some one on one time (Father 4)  

Another parent discussed that she is not involved with a church or religion, but is more spiritual 

in her approach to coping with her daughter’s illness.  “I’m not religious, but I am spiritual.  And 

I do believe that the universe will treat you as you treat the universe.  And I mean by that is if 

you keep putting positivity out, you’ll get positivity back in” (Mother 1).     

 Nurses agreed with the parents in describing the role that church/religion/spirituality play 

in supporting families through the HSCT experience but that there may be obstacles during the 

child’s hospitalization.  One nurse commented that visitor restrictions, which are in place to 

protect the immunocompromised child, often inhibit support from religious groups or 
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individuals.  “. . . If they’re part of a faith community of any kind, they will draw on that.  But 

because of the visitor restrictions, oftentimes, their person can’t come, and they (parents) don’t 

want to leave the bedside” (Nurse 8).   

Foundations 

Support from community organizations and disease specific foundations were a common 

theme among parents.  These foundations supported families emotionally, educationally, and 

financially, and the family either accessed them or the foundations randomly reached out.  One 

parent shared the emotional support that he received from a local foundation.  

We’re not the type to go reaching out for help.  We’re usually the type who are helping,  

right?  And so we got lucky.  There’s this organization called Cal’s Angels . . . The  

executive director lives in our town . . . Two hours later, they (exec. Director and  

daughter who had cancer) were sitting in my house . . . It’s what we needed.  His words  

to me were “I can tell you are like me.  You’re a type A.  You want to fix it” And he said, 

 “The faster that you learn that you can’t fix this, the better off you’re going to be . . .  

And the second thing, you need to learn how to say yes to people who want to help you 

(Father 3)   

Community Support 

 Several parents described community support as more generalized and that many 

individuals in the community reached out to help as random acts of kindness.  Parents that 

described generalized community support relayed this as overwhelming and emotional, and are 

incredibly grateful for how compassionate, caring, and sympathetic random people in the 

community were to their families.     

We kind of are in a state lately where it’s just . . . this world’s kind of creepy, and  
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everybody’s so self-absorbed with stuff.  But when it came down to it, it was like, Wow.  

 There really are a lot of good people in this world” (Mother 5)     

Work Support 

 Although nurses described challenges with families having to balance work and finances 

with their child’s illness and hospitalization, the parents shared that they were greatly supported 

by their employers.  Several parents expressed their experiences of being allowed to work at 

home, even if the employers do not allow that work strategy.  Employers were described as very 

empathetic, caring, and willing to work with the parents to help support a continued income and 

often times insurance coverage.   

My job is working with me . . . when I handed over my resignation, they wouldn’t accept  

it.  They told me, “No.  We’re going to work with you with this because it’s something  

that’s unforeseen and you can’t control this.  Your daughter is sick.”  Because I haven’t  

even been there six months yet – my sixth month is next month.  So most jobs, they’ll be  

like, “Okay.  Well, bye.”  But they didn’t (Mother 1)    

 The nurses acknowledged the stress of having to work during the HSCT experience, but 

did agree with the parents that most employers are accommodating. One nurse describes 

challenges with the Family Medical Leave Act in that there are limitations to taking an extended 

leave of absence from a job.     

The majority of the families that I have interacted with, their employers have been as  

understanding as they possibly can be.  But, unfortunately, in the American system, a lot 

of these companies’ hands are tied.  They don’t have an internal policy about parents 

taking extended leave to care for a sick child beyond the federally mandated FMLA.  But 

I do feel like most of the companies that these families work for have done what they can 
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to try and be accommodating.  I have not had a lot of families that have complained 

about their job (Nurse 8)   

School Support 

 The local school systems were illustrated as a strong support for most of the parents, 

siblings and the family as a whole.  Siblings face challenges with pediatric HSCT including the 

donation process, missed school, and disrupted family dynamics and routines.  Any support from 

the school was described as essential.  The sick child keeping up and not falling behind was a 

theme that was important to a lot of families.  Parents discussed the use of tutors, support from 

their teachers, and a concerted effort to help these children stay on track with their schoolwork.   

He had all honors classes and one AP class, so he was a little nervous about being  

behind . . . And the school’s been wonderful as far as accommodating him, and they  

didn’t make him do some of the busy work that wasn’t essential.  He took all the tests and  

did everything he needed to and finished the first semester a week early (Mother 3)       

One family shared the experience that their son played trumpet in the school band, and he did not 

miss one concert during his cancer treatment.  Both parents became tearful in describing the 

emotional support that was offered to their son.   

So it was the last high school band concert . . . and we see the kids filing in . . . and  

they’re all wearing purple ribbons.  That was when I knew that this was bigger than just  

my son.  There’s good in here someplace.  I just can’t see it.  That’s when I saw it.  That’s  

when I saw it (Father 3)  

Fundraiser support was also a theme in describing the assistance from the schools that 

both the child and siblings attend.  “And our daughter’s school, it happens to be a Catholic 

school – they do a St. Baldrick’s event every year.  Last year and this year, they’re kind of 
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honoring him on their St. Baldrick’s day shirts, very supportive” (Mother 6).  Just one nurse 

talked about school fundraisers.  “And the schools for the kids do a lot of fundraisers and 

benefits and T-shirt sales and things like that to help” (Nurse 10).   

Teenagers diagnosed with cancer while in high school have different challenges when 

they continue their treatment into their college years.  A mother described that her son doesn’t 

have the previous high school activities and friends who were there for support, but that her 

son’s teachers continue to reach out.   

Now, because his whole senior year of high school, he was diagnosed.  So his high  

school community was great.  It was almost like I kind of felt for him like he was kind of  

going to be in this void area where he doesn’t have the high school stuff to fall back on.  

 95% of his friends are away at school, and now he’s home kind of doing this again.  His  

high school teachers still email and text and call (Mother 6)  

Social Support 

 Social support encompassed social media and online groups, support groups and 

individuals, Ronald McDonald House (RMH), and friends.  Both the parents and the nurses 

shared that socialization and support from other families experiencing the same or similar 

situations was most helpful for families, either through online communication or face-to-face 

contact.        

Support Group 

 Support groups were described by most of the parents and the nurses as being the main 

avenue that the parents turn to for information and encouragement.  Five nurses described a 

neuroblastoma website that connects families socially, in which they can share their experiences, 

treatment plans, and overall journey.   
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A lot of families find support from online groups.  So they will often join neuroblastoma  

groups on Facebook, and then they can kind of walk that journey with other people who  

are also doing that same thing.  And a mom can be a friend with another mom out in  

Washington who’s also getting this treatment.  Or this mom heard about a therapy in  

New York, and now our mom is asking us about it (Nurse 10)   

Although beneficial for emotional support, some of the nurses shared that online groups are not 

always appropriate for receiving medical advice.  Families sometimes obtain medical advice 

from online sites that may not be appropriate.  One nurse shared:  

So, it may not be the most beneficial because I feel like that’s the way a lot of  

misinformation gets spread.  Or if someone posts something that says, ‘Oh, my kid’s 

 getting these therapies’ and then someone else posts, ‘oh, our doctor said that was the 

 worse thing you could do’ – it’s kind of a double-edged sword.  Sot it’s good for support. 

  It’s not good for medical support (Nurse 10)     

 Parents described that they have turned to online support groups as well but several 

shared that there are some challenges, which mirrored the concerns as stated by the nurses.  

Emotional support was beneficial, but these support websites did not always offer sound medical 

advice, causing some parents to second-guess their decisions.   Online connections are not 

always hopeful.  Unfortunately, not all of the children whose parents connect have positive 

outcomes, which can be less encouraging.    

I have that Fanconi anemia support group that, because it’s such a rare disease, it’s all  

people that either they have it or their kids have it.  And it’s nice to get tidbits, but  

sometimes, when you’re on there, it feels very culty.  It’s like if you’re not going to  

Cincinnati or Minnesota, or I think, New York is another one of the FA centers, they’re  
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always like, ‘Oh, you need to go to a FA center’.  And so then forever, I was freaked  

about, ‘Am I going to the right hospital?  Am I just coming here because it’s close and  

I’m being lazy?’ . . . All the doctors assured me that just because we’re not a FA center,  

we follow all the same protocols and doctors talk – And they were really comforting in  

that aspect (Mother 5)    

 Online support groups are widespread, but one family described that one-on-one (in-

person) support with another family whose teen battled the same cancer was more beneficial than 

meeting as a group.  This family met with the recovered teenager and his parents, which was a 

support for the whole family.  The parents became friends and one father describes the great 

emotional support they received as they embarked on some setbacks.           

So when this all came down, we asked if there was any way they would be willing to talk  

to us to kind of let us know, from their perspective, what to expect and what they went  

though.  And they were more than happy to do that.  So that really helps, talking to his  

mom.  And our son actually texted with Brandon, and I think that really helped him.  And  

I know once he was admitted to the hospital, he started texting him on his own again.   

And I could see he was a lot more relieved, just a little less nervous about things after  

talking to Brandon” (Father 3) 

 The most prominent theme that emerged when nurses and parents were asked about 

support interventions during the hospitalized time frame was to offer support that connects 

families going through the cancer and HSCT experience.  One mother had a daughter who 

experienced several complications that were almost life ending, and this child had a prolonged 

PICU stay.  “I think I need that.  I need a support group, somebody that’s actually going through 

what I’m going through right now and also one that survived this because I need to know” 
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(Mother 1).  Only one parent described needing more self-care resources for parents, but this 

same parent found the emotional support most beneficial.  Several of the nurses also described 

the need for a more structured support group on the in-patient pediatric HSCT unit that would 

help connect families going through similar experiences, such as a weekly coffee hour or 

meeting.   

We have a monthly dinner, and families love that.  It’s so good for them to all eat  

together, and say, ‘Come outside these wall and see other families . . . you’re behind that  

door.  I’m behind this door’.  And I think maybe a weekly kind of parent group meeting . .  

. there’s other families that are going through the same thing you’re going through.  Do  

you want to come out of the room for an hour on a Wednesday and talk to this mom down  

in this room? (Nurse 10)   

Social Media 

 Facebook was described as a means to post the child and family’s journey with the HSCT 

experience.  Many families struggle with constant friends and family reaching out for updates 

and requests of how they can help.  Social media outlets allow families to post updates about 

their sick child, which takes the burden off of having to communicate individually with large 

amounts of family and friends, who all want updates.      

There’s plenty of drama and negative things on social media, but for this, Facebook’s  

been a great thing.  The first week we were in the hospital, I was getting 40 or 50 calls a  

day from people who wanted to know what they can do and what’s going on.  I kind of  

finally decided I just need to start posting a daily update so everyone who wants to read  

can read it on Facebook and if they want to see what’s going on they can and it’s just  

easier rather than telling the same thing 50 times (Father 4)   
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Not all parents chose social media as a means for communication.  One mother described her 

aversion to Facebook and that posting is more of a burden to engage socially, which she was 

trying to avoid.  Communication through social media was described as a personal choice and a 

tool that some families accessed for support.      

Several nurses agreed that Facebook was the most common social media outlet for 

parents and that it gives the parents something to do while they are sitting in their hospital room 

with their sick child.  “Social media, posting on Instagram, Facebook, getting support through 

there – I see a lot” (Nurse 4).    

Friends 

 Although not a strong theme, two parents talked about support from friends that helped 

both financially and emotionally.  Friends are available for emotional support but are not often 

available to physically help the parents.  A mother shared that she has a friend to talk to, but that 

this friend does not physically help her out, which is the support that this mother needed most.  A 

second parent shared that her best childhood friends helped to raise money for the family.  “My 

two best friends, they’re like my sisters.  I’ve known them since I was like eight.  They threw a 

fundraiser for us at a Brewfest, and we got money from that” (Mother 5).   

Ronald McDonald House (RMH) 

 The parents did not talk about RMH as a support structure (none of the parents 

interviewed were staying at RMH) but the nurse participants shared their perspectives of the 

support that RMH provides the families.  RMH provides a home away from home, including 

meals, socialization with other families, and community support, so that families can stay 

together when a child is hospitalized.  Families often connect through their stay at RMH.   

RMH is, I feel like, a huge support group for them.  We had a patient whose mom really  
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grew close to one of the other parents in the RMH and kind of used them as a confidant  

and someone she could relate to, because I feel like their experience is very unique and  

It’s hard for their friends or, perhaps, parents to understand what they’re going through. 

(Nurse 4)   

Family Support 

 Family support consists of those individuals that the hospitalized family draws upon from 

their own family/kin.  The subthemes that emerged as family support individuals include 

grandparents and other extended family.  One parent described a lack of family support, which is 

discussed.   

Grandparents 

 Nine out of ten parents shared that the grandparents are the most present and helpful 

family member during the child’s illness and hospitalization for HSCT.  The grandparents were 

described most with helping to watch the other children.  The importance of taking breaks was 

shared as crucial and that the grandparents played a large role in helping parents to get away, 

even if just for a short time. One parent shared the convenience of having grandparents who live 

close.   

My wife’s parents, they live close by, and they’re always around, helping with my  

daughter . . . she’s at school most of the day.  And if we’re not around, she can go right  

over to my wife’s parents who live right across the street from the school (Father 6)    

Nurses agreed with the parents that the grandparents were the most present, and added 

that visiting restrictions deterred most others besides the grandparents from visiting. 

“Grandparents relieve the parents so that the parents can see the other kids to just take a break” 

(Nurse 12).  Isolation guidelines are described as strict during the transplant hospitalization to 
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protect the immunocompromised child.  “Unfortunately, you don’t get to have many visitors 

when you are here for transplant.  Usually, it’s mom, dad, and maybe a grandparent” (Nurse 8).        

Extended Family 

 None of the parents talked about other extended family as being a strong support during 

the HSCT experience, but the nurses shared their experiences with the children’s aunts and 

uncles and with extended family.  Extended family members were described as providing 

emotional support and helping with other family obligations.  One nurse shared her experience 

about an uncle that was emotionally supportive to the hospitalized child.   

I’ve had a lot of aunts and uncles that are really helpful.  Specifically, there was one  

family, in particular, there was an uncle that was over the moon for this kid.  And he  

would just rave about his uncle.  And every time they would FaceTime and every time he  

would come in, he was over the moon.  He was like a totally different kid (Nurse 10)     

Lack of Support 

 A major challenge for one family was not having any support helping with the 

hospitalized child.  This mom described having to work full time and can’t always be at the 

hospital with her daughter, who had a very complicated course with a PICU admission and 

prolonged hospitalization.     

I don’t have any other support system like that.  I’ve always been a go-getter.  I always  

make sure that everything came together because even before I met my wife, I was a  

single parent.  So I took care of those kids by myself.  The dads didn’t do nothing.  So it’s  

like I’ve always been the one to figure out how to fix any situation . . . So who is my  

support system?  I don’t really have one . . . It’s just me (Mother 1)     
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When parents lack family support, they can’t always be present for the hospitalized child.  

The nurses shared their own challenges when caring for children during the HSCT experience 

without a family presence. The nurses described overall, they realize that families have other 

obligations and can’t always be present with the child, especially with a prolonged 

hospitalization.  They also shared the stressors of feeling guilty that they could not always be 

present for children who lacked a parental presence and having to balance other patients’ needs. 

One nurse talked about the needs of younger children requiring more attention and the challenges 

of not always having a presence in the child’s room.   

I think my biggest stressor is I can’t be there the whole time.  Especially if they don’t  

have a family member, I think that’s what’s hard.  And it happens often.  I can’t be there  

every second for this one patient.  Even though I’m in there so much giving meds, blood,  

whatever they might need, I might not be able to hang out . . . And, sometimes the kids  

are like three years old or two years old.  They get so bored.  They need constant  

attention (Nurse 15)        

Healthcare Team Support 

 Support from the healthcare team is an essential role during the HSCT experience.  The 

subthemes specific to healthcare individuals emerged as most important in supporting families 

included: nurses, nurse practitioners, physicians, social workers, and child life specialists.     

Nurse Support 

 The support that the in-patient nurses provide the families during the child’s 

hospitalization for transplant was the strongest theme to emerge from the parent interviews.  

Nine parents commented on the strength of the nursing staff and their dedication to caring for 
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their children. Nurses were described as going above and beyond their call to help the families in 

that they are always thinking about their children.    

And I don’t know how you guys do it day in and day out.  I really don’t.  And I’m in awe  

of that . . . Every nurse that comes in, if not cheery, is at least never negative . . . It’s like  

how the hell do you come to work every day on this floor? . . . You want to be here, so  

that’s pretty special and not lost on us either (Father 3)  

 Another parent reiterated how nurses exceed and go above the work they do during their shift.  

“We’ve had nurses who aren’t caring for him that day, but they’ll come in just see how things 

are going . . . It makes you feel like people are thinking about you beyond their shift” (Mother 6).       

With families isolated in a hospital room because of the child’s immunocompromised status, 

several of the parents shared their need for socialization.   

There’s a few of them that you can just tell that it’s like they’re just genuinely concerned, 

 and they check on you when you’re walking in the hallway.  Or just it’s nice to have a  

conversation with someone that’s just a normal conversation.  Someone I can say, ‘Well, 

stand in here a few extra minutes and talk to me just about things’ . . . It’s just that I  

haven’t talked to anyone but him (child) every day (Mother 5)   

 The nurses shared at length how they support the families during the hospitalization for 

HSCT, and described their care in terms of building relationships, maintaining communication, 

advocating for the child and family, and helping the parents with respite care.  Respite care 

remains a crucial resource for the family during a prolonged hospitalization, and nurses often sit 

with the child so the parent can take breaks.  One nurse describes helping parents to feel 

somewhat normalized while they are in the hospital with adult conversation, which is also 

described by the parents.   
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If I really have the extra time, I just try to interact with the child.  Or if the child’s too  

young or not too well, I just talk with the family because I know a lot of the parents have 

 been here for a while.  They almost need an adult conversation because they’ve been  

sitting, watching four walls, watching kids’ shows.  So even a little adult time, they really 

 appreciate” (Nurse 5)   

Being proactive and meeting the family’s needs is an essential role of the nurse.  Nurses are 

positioned to connect the family with all members of the healthcare team and advocate for the 

child and family. “Mainly, I just try to be their advocate . . . Whatever they are asking for, I try 

to make sure their questions are answered, try to find resources . . . Just meeting their needs the 

best I can (Nurse 2).   

Nurse Practitioner (NP) Support 

 The parent participants spoke highly of the nurse practitioner group from the outpatient 

oncology team and the outpatient stem cell transplant team.  The NP’s were described as 

“guardian angels” and that they provided holistic care to the family.   However, this was not a 

theme that the nurses talked about in the interviews.  Half way through this study, an inpatient 

transplant NP was added to the healthcare team.  This allowed for another perspective from 

parents who shared that this NP role really helped bridge communication between the family and 

the transplant team, which was missing during the first few interviews.  Follow-up with answers 

to questions and concerns was shared as an important role of the inpatient NP.  “She’s so 

knowledgeable.  And she’ll always come here so you feel like you’re kind of getting two times 

with the doctors . . . I’ll talk to her first, and then the doctors will come back with her . . . she 

finds out for you” (Mother 5).     
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 The children are all followed by a primary team that manages their underlying diagnosis.  

For the transplant experience, the children are transitioned to the transplant team temporarily 

before transitioning back to their primary providers.  Although one father spoke highly of the 

NPs, he shared some challenges with that transition process and had a negative experience with 

the outpatient NP team.  This father was stressed that no one from the transplant team had met 

with the family, yet they wanted to schedule a procedure.  Transitioning from a familiar and 

supportive healthcare team to another that is unfamiliar during a time of uncertainty causes 

significant anxiety on the family.   

You’re not scheduling us to do a bunch of stuff that we are not ready to do.  We haven’t  

even met with you people yet, and you want to do all this stuff.  That’s not fair to us . . .  

We’ve not met with your team yet . . . So I think that the communication upfront was a  

little regrettable.  I think that certainly needs to be handled in a more thoughtful manner”  

(Father 3)          

Physician Support  

 Parents shared their experience with the oncology/hematology team that manages the 

underlying diagnosis as still being present after the shift to the HSCT healthcare team.  With the 

transition, families feel a level of comfort and continuity with a team of physicians who are 

familiar with their child’s course, given the time of uncertainty.  “And even our oncology team, 

they’ve been up probably once a week to check on him and us.  So you feel that connection to 

them too” (Mother 6).  The parents did share a newfound respect for the stem cell physician and 

his knowledge, and spoke positively about his presence in their child’s care.  Parents felt 

comforted that their child was receiving the best medical care.  Because most of the physician 
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support with the families occurred outside of the nurse presence (emails, phone calls, texts), the 

nurses did not comment on physician support as something they have experienced.   

Child Life Specialist Support  

 The strongest theme of family support that came from the nurse perspectives was support 

from the Child Life Specialist.  The Child Life Specialist helps to provide respite care for the 

family and fosters a sense of normalcy.  They address developmental milestones of the child and 

physical and emotional needs of the family.  Volunteers are employed by the Child Life 

Department and are used frequently to help with distraction of the children and maintaining a 

safe environment.  Most of the nurses who worked nightshift commented about the lack of 

support during the nighttime hours; they view the Child Life Specialists as a vital support during 

the HSCT experience, which could be enhanced with more shift coverage.  One nurse talked 

about how the Child Life Specialist helps the parents with respite care.   

And it’s really good when Child Life comes in and says, ‘Hey, Mom and Dad, why don’t  

you step out?  Go and have coffee.  We’re going to play for a little bit.’  Then you can see  

that weight kind of lift off when they come back.  They’re totally different people when  

they come back into the room (Nurse 10)   

Compliance with medical care is imperative for the HSCT to be successful.  Pediatric patients 

struggle frequently with taking medications, and the Child Life Specialist can help with 

compliance challenges, and normalization during the hospitalization for the child and family.   

Child Life does do their thing and they are part of the whole process.  And I know they  

make it a big deal on transplant day and when it’s almost time to go.  And sometimes,  

they’ll make countdown calendars and try to help.  There are times where they get  

involved or they’ll do a reward thing if we’re having issues with somebody taking  
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medication, or a reward to try to get the patient to be more cooperative.  I feel like Child  

Life is a huge part of it all too (Nurse 7)     

The parents did not talk much about the Child Life Specialists as a main support system, 

but two did mention their role as being supportive for helping to distract the child.  “Child Life 

came with the video game, tablet, and headset – all the toys in the room came from the hospital – 

they brought all of that” (Father 2).   

Social Worker Support 

 The Social Worker team provided family support both emotionally and financially. 

Financial assistance was described as helping to pay bills, providing meal vouchers, and offering 

travel vouchers.  They also help with insurance challenges and provide emotional support to the 

family.  Nurses shared that Social Workers are a resource to the nursing staff in helping them to 

navigate questions for the family.  One parent shared how the financial assistance made a 

difference for her family.   

I have to be off of work sometimes.  I was just off that week and a half when she was in  

her real bad spell.  So, of course, I didn’t get paid when I was here.  So she signed me up  

for these different organizations, and they helped me with my portion of the bills that I  

should be paying at home . . . And it was good because this next check, I only worked two  

days on it.  So it was like, ‘Okay, I don’t have enough to give them for Christmas’ The  

eight-year-old can’t understand that, like, ‘Well, why don’t I have nothing under the  

Christmas tree?’ But now because the social worker helped me, now I can get him  

something for Christmas” (Mother 1)  
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Discussion 

Both parents and nurses overwhelmingly agreed the support that families receive from 

other families and children who have experienced the transplant process was the most beneficial.  

Although there is some research that focuses on self-care of the caregivers (Manne, Mee, Bartell, 

Sands, & Kashy, 2016; Lindwall et al., 2014; Burns, Robb, Phillips-Salimi, & Hoarse, 2010), 

parents in this study expressed more importance on the psychological aspect of their experience.  

They prefer socialization and support from someone who can relate to their own experiences.  

This is consistent with Racine et al. (2018), who piloted a support group intervention offered 

weekly within the hospital setting for parents of children who had a prolonged hospitalization for 

cancer treatment and HSCT.  Parents reported lower levels of distress and the support received 

was relevant to their current experience because it offered a connection to other families going 

through the same challenges (Racine et al., 2018).  Kazak et al. (2019) reported similar findings 

that social support is essential across the transplant trajectory, and that parents in their study 

needed emotional support through the course of the hospitalization.     

Families described that in-person support would be the most desired, with one parent 

sharing that a purposeful pairing of families to provide more individualized counseling was the 

most helpful.  Parents are confined to a single hospital room for sometimes several months, and 

some degree of scheduled socialization was viewed as necessary.  In-person support was 

described as most beneficial, but this was lacking based on the findings from both the parents 

and the nurses.  On-line support groups were a common theme described as a means for families 

to reach out to other families.  All of the participants were in agreement that online groups 

provided both emotional and social support for the families and helped to connect families with 

the same types of underlying diagnoses.  However, there were concerns about these online 
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groups sharing medical information, as described by one parent who was told her child was not 

being treated at the right institution for Fanconi’s Anemia, and a nurse who shared that families 

don’t always take the best medical advice.  These concerns are consistent with a study by 

Coulson and Greenwood (2011), in which the investigators explored the role that online support 

groups play in supporting families affected by childhood cancer.  Although emotional support 

was the primary focus of the online support groups, informational support was prominent.  The 

authors raised concerns for the accuracy of the information being shared and with how families 

are using the information, including decisions about treatment options (Coulson & Greenwood, 

2011).           

 Community support was described more by the parents than the nurses, most likely 

because the nurses do not see the family’s resources outside of the hospital.  Church, religion, 

and spirituality played a role in supporting families, but all of the parents only expressed their 

personal support structure and did not utilize the Chaplains or the hospital Chapel.  This may be 

viewed as a very individual choice, and the hospital services are more generalized and less 

personal.  Although some of the nurses discussed concerns for the parents’ employment 

challenges, all of the parents shared their experiences with their employers as positive and 

accommodating, especially during the prolonged hospitalization of the child.  Parents expressed 

some stress of having to work during their child’s illness and more general financial concerns, 

but stated that they were supported in how that work gets done, including flexible scheduling.  

Kazak et al. (2019) reported financial concerns with families going through pediatric HSCT from 

more general concerns, like in our study, to more profound financial deficits such as paying for 

food and housing.               
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 Only one parent shared an experience of their child being transferred to the Pediatric 

Intensive Care Unit (PICU), and this event was described as the most stressful time emotionally 

throughout the HSCT trajectory.  The parent in this study described the need to connect with 

another parent who had been through this PICU experience to know that a child can survive 

these complications.  When children experience complications from their HSCT such as 

infection, graft versus host disease, and organ toxicity, parental emotional functioning decreases, 

requiring critical interventions for psychosocial support (Terrin et al., 2013).  The PICU 

experiences add to the stressors already felt by the family and include further uncertainty, 

helplessness, unpredictability, and hopelessness (Alzawad, Lewis, Kantrowitz-Gordon, & 

Howells, 2020).  More research is needed to understand how to best care psychologically for the 

families of pediatric HSCT patients in the intensive care setting.   

 Family presence was viewed as crucial by both nurses and parents.  Most of the parents 

interviewed found ways to be present, whether the parents switched off or one parent took on the 

role of staying with the child.  One parent shared she had a lack of family support and could not 

be present throughout the day due to other family and work obligations, and the child shared her 

fears of being alone when her mom was not present.  Parental activation, defined as the parents’ 

knowledge of their child’s illness and ability to manage their illness, was seen as essential in the 

pediatric HSCT population (Pennarola et al., 2015; Pennarola et al., 2012).  Families and nurses 

work in harmony with each other to care for these children, so when families are not present, as 

described due to lack of resources, there are more challenges for the nurse to care for these 

children.  The nurses described the challenges of not having a family presence, which include 

concerns psychologically for the child and not being able to stay with the unaccompanied child.  

Roberts (2010) reports that up to one third of hospitalized children are unaccompanied by family, 
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and that children are at greater risk for emotional and physical challenges when they are 

separated from their parents while hospitalized.  Nurses experience compassion fatigue when 

they are caring for a child who is unaccompanied by the parents, but recognize that some parents 

face many obstacles to participation in their child’s care (Roberts, 2010).  This is consistent with 

the findings in our study that describes nurses are challenged when there is not a family 

presence, but they did acknowledge obstacles within the family that prevented visitation.   

 Support from the healthcare team was described very similarly in the parent and nurse 

interviews, and focused on the relationships formed between the families and the healthcare 

team.  Sabo (2011) describes the meaningful relationships that stem cell transplant nurses have 

with their patients and families, which included the feeling of being a part of the family’s lives, 

as they desire to help, care, and make a difference.  This is consistent with the parents’ 

experiences as they noted how nurses exceed and go above the work they do during their shift.  

Although the parents shared a respect for the knowledge of the HSCT team, they focused more 

on the continued emotional support from the provider team treating the underlying diagnosis.  

Often times, families have minimal contact with the HSCT team prior to the transplant because 

of the timeliness of this life-saving treatment, so they go into the process with little knowledge 

about the managing team.  The nurse group talked more about the Social Worker and Child Life 

Specialist roles as being most beneficial, perhaps because these roles support the nurses in caring 

for the patients.  As nurses often care for multiple patients, they don’t always have time to 

support the families, so the Social Worker and Child Life Specialist roles were seen as family 

support roles that assist the nurse with their care.   

 Several limitations were identified that need to be acknowledged.  All data were collected 

at a single site, which may reflect institution specific processes and challenges, and the parents 
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were required to be English speaking, which limits the diversity of the sample.  A larger multi-

site study would be more reflective of the family’s experiences as a whole with the transplant 

process rather than specific to one institution and geographical area.  Recruitment was a 

challenge and was gathered over a twelve-month timeframe due to two workforce disruptions at 

the study site and implementation of COVID-19 quarantine practices.  All non-essential research 

was placed on hold during these three events, which resulted in limited and fragmented data 

collection.  The nurses were interviewed earlier in the data collection period, and the parents 

were fragmented throughout the 12 months.  The interviewer had a peripheral relationship with 

the nurses, however only in a support role and not managerial.  The parents were also aware that 

the interviewer was employed at the study site, which may have impacted the parent responses.  

Also, during the data collection year, an in-patient HSCT nurse practitioner position was added 

to the care team, which reflected some of the responses from the parent group.  This role was not 

implemented yet during the nurse interviews or the first half of the parent interviews, but parents 

started to comment positively on the support that they received from the HSCT team after this 

NP role started, which included good bridging of communication between the family and the 

HSCT team.   

Practice Implications 

The face-to-face connection of one family with another going through the same 

experience was overwhelmingly seen as the main source for emotional support during pediatric 

HSCT.  This particular institution, where data collection took place, as well as HSCT programs 

around the country should offer some kind of support group or socialization of families, which 

will help support these families emotionally.  Lack of family presence was seen as a barrier to 

the HSCT experience for both the parents and the nurses.  Families who have limited resources 
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and have challenges being present in the hospital setting should be identified prior to the HSCT 

so that the team can be proactive in providing support to that family.  If family presence will be a 

challenge, a care companion can be arranged to be present with the child during crucial times 

throughout the prolonged hospital stay.  As both nurses and parents talked about the challenges 

of online support groups, families may benefit from more instruction on how to navigate online 

support and websites, so that they are receiving the most accurate information regarding their 

child’s illness and treatment plan.   

Conclusion 

 The pediatric HSCT experience poses many challenges for children and families, and 

requires a strong support structure in place to help families physically, emotionally, and 

psychologically.  Support groups and individualized counseling from patients and families going 

through the same experience currently or in the past was found to be the most beneficial support 

intervention for families, as described by both the parents and the nurses.  Parents draw upon 

support from their community, social resources, and family during this experience, but when 

these resources are lacking, the healthcare team needs to step up.  This was especially evident 

when family presence for the hospitalized child was a challenge.  The hospitalization for 

pediatric HSCT is the most stressful time for the family, and nurses are positioned to be the most 

influential support, both physically and emotionally.  Gaining perspective of the stem cell 

transplant experience makes this study crucial in learning how to care holistically for the family 

during such a time of uncertainty and stress.  With continued attention to the needs of the family 

through program evaluation and further interventional research, support during the pediatric 

HSCT experience can be optimized.      
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Table	1	

Family	Support	Inclusion	and	Exclusion	Criteria:	Parent	and	Nurse	

Inclusion Criteria: Parent Inclusion Criteria: Nurse 
Parent/caregiver is English speaking and > 
18 years of age 

Pediatric oncology/HSCT nurse who is off 
orientation  

Child is hospitalized for a HSCT – can be 
subsequent transplants if they are enrolled 
in a protocol that requires more than one 
transplant 

Pediatric oncology/HSCT nurse who has 
worked at the study institution for 6 months 

Primary parent of the child – actively 
involved with the care of the child in the 
hospital setting 

Pediatric oncology/HSCT nurse who cared for a 
HSCT patient within the last 2 months 

Autologous or allogeneic transplant for 
any disease process – malignant or non-
malignant (efforts will be made to recruit 
both) 

Willing to participate in the study and provide 
one interview at one time point 

Parent willing to participate in one 
interview at one time point towards the 
end of the hospitalization time frame – 
optional follow-up interview at least 24 
hours after the first interview while the 
child is still hospitalized 

Nurses who work any shift – including dayshift, 
nightshift, or rotating shift – efforts will be 
made to recruit different shifts to be represented 

Patient has not died or is not imminently 
dying – admission to the PICU will not be 
excluded 

 

Exclusion Criteria: Parent Exclusion Criteria: Nurse 
Parent who requires a translator to 
communicate and/or is <18 years of age 

Pediatric oncology/HSCT nurse who is 
currently in orientation to the inpatient care unit 

Child is readmitted for complications after 
discharge home for HSCT 

Pediatric oncology/HSCT nurse who has not 
worked at the study institution for 6 months 

Parent not present during the 
hospitalization for the child’s HSCT 

Pediatric Oncology/HSCT nurse has not cared 
for a HSCT patient in the past 2 months 

Child is critically ill in the PICU setting or 
deemed terminal 

Float nurses and registry nurses not based on 
the in-patient pediatric oncology unit 
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Table	2	

Family	Support	Interview	Guide:	Example	Questions	

Parent Interview Questions (First Interview) 
1. Introductory Questions: 

• Describe your child’s disease, when he/she was diagnosed, and what that 
was like? 

• Describe the experience of learning that your child would require a HSCT? 
• How did you prepare for your child’s transplant?  How did the healthcare 

team prepare you for this journey? 
2. Are there resources within your community that you draw support from throughout 

this hospitalization? (Schools, church, employers, foundations, community) 
3. What is/are your biggest social resource(s) when you just need to talk to someone 

throughout this hospitalization? (friends, social media, support group) 
4. Have there been family members who have provided support to you during your 

child’s hospitalization?  If so, how have they helped you? 
5. What support by the healthcare team has been most beneficial to you?  (nurses, 

physicians, social work, child life, programs) 
• How have your nurses supported you? Physicians? Other services? 
• Is there anything missing or that can be strengthened?  

Parent Interview Questions (Second Interview) 
1. Is there anything that you have thought about since our first meeting that you 

wanted to discuss or clarify?  
2. Do you have additional thoughts that you want to add about your hospitalization 

experience? 
Nurse Interview Questions 

1. What have you experienced as the most influential community resources that 
families draw upon during their child’s hospitalization for transplant? 

2. What have you experienced as the family’s greatest social resource during the 
child’s hospitalization?  Who is/are the biggest resource(s) when families need to 
talk to someone throughout this hospitalization?  

3. What have you experienced as support for transplant families from other family 
members and what has been their role?  

4. What support within the hospital is most beneficial to the family during their 
hospitalization for transplant?  

5. How does the healthcare team support families during HSCT hospitalization? 
6. How do you support the families through the HSCT experience?  Is there anything 

missing or that can be strengthened? 
7. What support interventions would you like to see in place to help the child and the 

family with the transplant experience? 
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Table 3 

Family	Support	Parent	Demographic	Data:		N=10		

Variable	 Count	(%)	
Gender:	Female	
																		Male	

6(60%)	
4(40%)	

Race/Ethnicity	
							White/Caucasian	
							Black/African	American	

	
7(70%)	
3(30%)	

Education	
							High	School	Diploma	
							Trade	School	
							Associates	Degree	
							Baccalaureate	Degree	
							Masters	Degree	

	
2	(20%)	
2	(20%)	
2	(20%)	
3	(30%)	
1	(10%)	

Employment	Status	
								Full-time	
								Self-Employed	
								Unemployed	
								Other	

	
6	(60%)	
2	(20%)	
1	(10%)	
1(10%)	

Married	Status	
							Married	

	
10	(100%)	

Type	of	Transplant	
							Autologous	
							Allogeneic	
													Sibling	Donor	
													Parent	Donor/Haplo	
													Matched	Unrelated	Cord	

	
3(50%)	

	
1	(17%)	
1	(17%)	
1	(17%)	

Disease	
							Hodgkins	Lymphoma	(Auto)	
							Congenital	Neutropenia	(Allo)	
							Neuroblastoma	(Auto)	
							Fanconi’s	Anemia	(Allo)	
							MDS	-	Post	ALL	(Allo)	

	
2	(40%)	
1	(17%)	
1	(17%)	
1	(17%)	
1	(17%)	

Family	Role	
							Stay	with	child	
							Work	
							Both	(stay/work)	

	
2	(20%)	
1	(10%)	
7	(70%)	

Variable	 Mean(yrs)							Range(yrs)	
Age	(parent)	 							41.9																		30	to	56	
Age	(child)	 							11.2																			3	to	19	
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Table	4		
	
Family	Support	Nurse	Demographic	Data	N=15	
	

Variable	 Count	(%)	
Gender:		
							Female	

	
15(100%)	

Race/Ethnicity	
							White/Caucasian	
							Asian	
							Black/African	American	
							Latino/Hispanic	
							Other	

	
9(60%)	
2(13%)	
2(13%)	
1(7%)	
1(7%)	

Highest	Nursing	Education	
							Baccalaureate	(BSN)	
							Masters	(MSN)	

	
15	(100%)	
3(20%)	

Shift	
							Dayshift	
							Nightshift	

	
8(53%)	
7(47%)	

Specialty	Certification		
							Yes	
							No	

	
6(40%)	
9(60%)	

Role	on	the	Unit	
							Staff	Nurse	
							Charge	Nurse	
							Preceptor	

	
15(100%)	
10(67%)	
7(47%)	

Training	Received		
							SCT	Class	
							Computer	Modules	
							Experience	

	
13(86%)	
1(7%)	
1(7%)	

Variable	 Mean(yrs)												Range	(yrs)	
Age	 									37																											26	to	62	
Years	as	a	Nurse	 								13.1																									3	to	37	
Years	as	an	Oncology	Nurse	 									9.7																									1.5	to	28	
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Table 5 
 
Sample Quotations: Family Support 
	
Theme	 Subtheme	 Quote	

Community	
Support	
	

Church/Religion/	
Spirituality	

“We honestly never went to a church, but even the churches 
around us have donated, dropped off gift baskets and gift 
cards” (Mother 5).	

	 Foundations	 “There’s something in Northwest Indiana called The NIC 
Foundation . . . they usually deal  
with kids that have cancer, but he’s got such a rare disease 
that is treated with chemo . . . 
 they sent us tons of gifts, gift cards, and an Amazon gift 
care” (Mother 5) 

	 Community	 “So the amount of support we’ve gotten from our community 
has been overwhelming.  And if there’s anything that’ll get 
me crying, it’s that” (Father 3) 	

	 Work	 “Our jobs have been great . . . money hasn’t been an issue 
because we’ve been getting 
 paid, and our insurance has been wonderful . . . My 
company was good.  Even though  
they’re anti-working from home, they’ve been letting me.  
Since this all happened, I’ve  
been able to work from home so that I can get him back and 
forth . . . I’m an accountant,  
so it’s an easy thing to do” (Mother 3) 	

	 School	  “. . . we had the hospital write up a note.  And we had them 
include that he was being a  
hero in the note.  So his teacher, she just read it to the class 
and the let the class know  
that he was busy being a hero” (Mother 2) 
 
“His school had a fundraiser.  They made T-shirts, and they 
their T-shirts every Monday . . . Friday is a spaghetti dinner 
through the high school – people in this town are probably 
like, ‘God, that name again” (Mother 5). 

Social	
Support	

Support	Group	 (Emotional Support) “Both their kids were here.  Both 
diagnosed with neuroblastoma.  Both from not around here 
and they had connected on a Facebook page and noticed one 
posted a photo . . . they realized that they were down the hall 
from each other, but the parents had no idea that they were 
communicating online” (Nurse 14)   
  
(Questionable medical advice) “Our course of therapy is 
always to have a transplant, a double one.  And I think three 
families opted not to do the transplants based off of 



	 47	

information that they received from other families with kids 
of neuroblastoma . . . they get information that way, 
education that way” (Nurse 9)  
 
(Less encouraging) “There’s been at least three other families 
that we’ve chatted with to varying degrees who also have 
children with neuroblastoma.  One actually died right before 
her year anniversary from her diagnosis . . . The other family 
went through a year of treatment . . .  
and then 3 months later, got re-diagnosed again, all 
widespread, and then that boy just  
died a few months ago” (Father 4) 
 
(Support Intervention) “They do a lot of stuff for the kids, 
but there’s not a whole lot of - - or easier things for the 
parents . . . If someone came and did haircuts . . . you’re 
stuck in here, and there’s not a whole lot for the parents to 
feel sane” (Mother 5). 

	 Social	Media	 “Somebody once said, ‘oh, start a Facebook page . . .  you 
send out these updates, then  
people won’t ask’.  I don’t think that’s true because I know 
people who have Facebook  
pages who update it, and you’re still asking them every time 
you see them because you’d  
feel rude if you don’t . . . I’ve tried to kind of retreat from 
social stuff a bit, some for  
logistic reasons, like while he’s here or while he’s not feeling 
well, and then other times,  
just because you don’t feel like going anywhere to have to 
hash it all out again”  (Mother  
6) 	

	 Friends	 “I got a friend that I talk to if I have to vent or let out some 
things, a friend to talk to but physically, helping me out, it’s 
just me” (Mother 1).	

	 Ronald	
McDonald	House	
(RMH)	

“It’s almost like a forced support group thing that you didn’t 
know you’d be a part of” (Nurse 15).	

Family	
Support	

Grandparents	 “My husband mother, she’s come up here and sat with him.  
My mother, she’s come up  
here and sat with him.  Just to take a break or just because 
they miss him too – ‘Let me  
come up there and see him when you all go do what you all 
need to do.  I know you miss 
 your husband’.  So sometimes we do be needing that special 
time to see and talk to each 
other, make sure everything is good with each other.  Family 
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has definitely been the  
biggest support” (Mother 2)  	

	 Extended	Family	 “They	rely	on	other	family	members	to	help	with	their	
other	children,	the	extended	family”	(Nurse	6)	
	

	 Lack	of	Support	 “The only thing I can really think of is when the parents 
aren’t here with the child during a  
transplant.  Sometimes, we have to emotionally be there for 
the child because they’re  
asking for their mom or dad, and there’s no one here with 
them.  And we can’t always be  
in the room with them, and it kind of hurts to leave, and 
they’re in there crying  . . .  
Sometimes, we have another transplant patient we have to 
take care of as well – so we  
have to juggle two at a time during our shift” (Nurse 2)	

Healthcare	
Support	

Nurse	 “She comes in the room and says, ‘I’ve got to be on the 
fourth floor today . . .  Don’t worry, I’m watching the counts.  
I’ll come back’.  And sure enough, two hours later, I was on 
a conference call, she walks in the room, she gives a big 
thumbs up.  I’m like, “well, she did follow up.  How cool is 
that?” (Father 3).   
 
(Respite care) “I can always tell when a family member, a 
parent, needs a mental break, needs to step away.  I’ll always 
encourage them to go out and get something to eat, go for a 
walk.  I  
can pass my phone off to someone and I’ll sit in here” (Nurse 
9)  
 
“I think just getting to know them and making it seem like 
it’s not a big deal to help them  
with things . . . A lot of families are so nice too.  They don’t 
want to ask for things” (Nurse 15).	

	 Nurse	
Practitioner	

“We have our stem cell nurse who’s like our everyday go-to” 
(Mother 6).   
 
“The outpatient oncology NP, I call her the guardian angel.  
She’s just amazing  
throughout everything, anytime we had a question or just 
making us feel better about  
things or giving us a hug or whatever.  I mean, she is just 
unbelievable . . . She just has  
that way of making you feel calmer” (Mother 3) 

	 Physician	 “The most impressive doctor that we’ve talked to is the Chief 
of the stem cell program, just  
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so far as his knowledge and he’s a very good communicator.  
You can tell he’s good with 
 people and he really knows his medicine too” (Father 4).  

	 Child	Life	
Specialist	

“Child Life would be very helpful at night because 
sometimes our children are up close to  
midnight, and they are just asking, ‘Can you come play with 
me?’  And sometimes we  
can’t always sit in there because we do have other patient 
“(Nurse 2)  
 
“Volunteers are a huge support system for us.  Like patients 
who are four and just at risk of pulling out their central line 
or just falling and bleeding.  Any time we can get a 
volunteer, it’s a huge help” (Nurse 4).  

	 Social	Worker	 “I know a lot of times when they (parents) have questions 
that the team can’t specifically answer, and it’s something I 
know that the social worker usually steps in and they have 
multiple resources.  Whether it be giving them bus passes to 
go from here to wherever they need to be, or meal vouchers 
or parking vouchers . . . they (SW) can come here and the 
parents know that their concerns are kind of being answered” 
(Nurse 14) 	
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Figure	1	

Pediatric	HSCT	Family	Support	Model	

	

	

	

Note:	The	strongest	family	support	throughout	the	acute	phase	of	the	pediatric	HSCT	

experience	includes	a	combination	of	those	from	the	healthcare	team,	community,	family,	

and	social	resources	working	together	to	help	maintain	family	resilience.	
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II. PARENTAL STRESSORS, COPING, AND ADAPTATION RELATED TO THE 

PEDIATRIC HEMATOPOIETIC STEM CELL TRANSPLANT (HSCT) EXPERIENCE: 

PERSPECTIVES FROM PARENTS AND NURSES 

 Over 20,000 children, adolescents, and young adults (0-30 years) received a life-saving 

hematopoietic stem cell transplant (HSCT) for life-threatening pediatric conditions between 2013 

and 2017 in the United States, and this number continues to climb with the advancement of new 

cellular therapies (Donation and Transplantation Statistics, 2020).  Children receive allogeneic 

HSCT, infusion of donor cells, and autologous HSCT, infusion of cryopreserved cells from the 

patient, for hematologic and solid tumor malignancies, anemia conditions, and immunologic and 

metabolic conditions  (Kolins, Zbylut, McCollom, & Aquino, 2011).  Although autologous 

HSCT is associated with fewer complications, the underlying diseases that accompany 

autologous HSCT tend to be very complex, with significant mortality rates.  Pediatric HSCT 

overall is associated with a 35% mortality rate at one year with infection, organ toxicity, and 

graft versus host disease as the most experienced complications.  Morbidity brought on by acute 

and chronic complications leads to significant psychological challenges of both the child and the 

family (National Cancer Institute, 2017; Balit et al., 2016).  Because of the reported mortality 

rates associated with pediatric HSCT, prolonged hospitalizations, and uncertainty related to the 

prognosis of outcomes, most of the families of these children suffer significant psychological 

effects surrounding pediatric HSCT.   

Background 

 Children exhibit significant acute and chronic physical and psychological effects after 

pediatric HSCT, which affect family functioning (Lahaye, Aujoulat, Vermylen, & Brichard, 

2017).  Physical dysfunction, psychological stress, and social adaptation problems were observed 
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in over 70% of children who were treated with HSCT and include infection, organ toxicity, graft 

versus host disease, pain, nausea, fatigue, anxiety, depression, social dysfunction, body image 

concerns, and dissatisfaction with family life (Ishida, et al., 2010; Tanzi, 2011; Lahaye et al., 

2017).  The siblings and sibling donors also face significant challenges as the child and family 

experience HSCT.  Donor siblings face several emotions, including fear of the donation process 

and guilt if the child has a poor outcome (MacLeod, Whitsett, Mash, & Pelletier, 2003; Wiener et 

al., 2008; Hutt et al., 2015; Switzer et al., 2016).  Most siblings, however, do welcome the 

opportunity to donate to the sick child, and the donation process contributes positively to their 

emotional and social development by allowing them to participate with the child’s treatment 

(D’Auria et al., 2014; Pentz et al., 2014; Wilkins & Woodgate, 2007a).  Both donor and non-

donor siblings have a reported interruption in family life, and feel they should be included in the 

family as much as possible, have choices, be given information, have a defined role, and have 

individual time with the family and the sick child (Wilkins & Woodgate, 2007b; White et al., 

2017; Erden, Kuskonmaz, Cetinkaya, Unal, & Ozsungur, 2019; Wilkins & Woodgate, 2007a; 

Packman, Gong, VanZutphen, Shaffer, & Crittenden, 2004).   

It is well known that parents face increased psychological distress as their child enters the 

HSCT phase of the their treatment (McDowell, Titman, & Davidson, 2010; Barrera, Atenafu, 

Doyle, Berline-Romalis, & Hancock, 2012; Forinder, Posse, & Winiarski, 2008).  Posttraumatic 

stress disorder (PTSD) is reported in over 50% of parents during the acute phase of the HSCT 

experience (first three months), with 15% of parents reporting PTSD five years after the 

transplant (Virtue et al., 2014; Riva et al., 2014).  Parental burnout and anxiety are also common 

psychological effects seen with pediatric HSCT, most often related to the prolonged course of 

HSCT and uncertainty of outcomes (Norberg, Mellgren, Winiarski, & Forinder, 2014; Norberg 
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& Forinder, 2016).  Life-threatening patient complications were seen to decrease parental 

emotional functioning, adding to the psychological distress (Terrin, Rodday, Tighiouart, Chang, 

& Parsons, 2013).  Parents are often stem cell donors for their child, posing different 

psychosocial challenges for the parents and include fear, helplessness, and self-blame if the child 

has a poor outcome (van Walraven et al., 2012).  Finally, traumatic stress symptoms tend to be 

higher in the families whose child was a HSCT candidate than in other populations of childhood 

chronic illness, indicating the stress that HSCT has on the family (Ingreski, Shaw, Gray, & 

Janicke, 2010; Drew, Goodenough, Maurice, Foreman, & Willis, 2005).     

 Coping and adaptation strategies to pediatric illness have been illustrated in the research, 

but very little focuses on the pediatric HSCT population specifically during the acute phase while 

the child is hospitalized.  Parental activation is described as a necessary adaptation method for 

families involved with pediatric HSCT and is defined as parental knowledge of their child’s 

illness and active participation in their care (Pennarola et al., 2012; Pennarola et al., 2015).  

Because of the rigorous regimen and prolonged trajectory of HSCT treatment, parental 

involvement in the child’s care remains vital to the success of the child’s well-being as well as 

maintaining the family cohesiveness.  Parents were found to improve their adjustment to their 

child’s HSCT over time, however it is noted there is a time of elevated distress during the child’s 

hospitalization and when the child experiences complications at any point during the first year, 

parental emotional functioning is impacted (Lidwall et al., 2014; Terrin et al., 2013).  Some 

parental coping strategies have been defined and include: talking with family and friends, 

optimism, praying, and being informed (Cavadini et al., 2019).  Parents need to be informed and 

express their emotions as they relate to hope and fear and transplant outcome (van Walraven, et 

al., 2012).  A lack of adaptation to the child’s HSCT experience is noted in parents who don’t 
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find social outlets for their emotions (Virtue et al., 2014).  Uncertainty can be a significant factor 

that contributes to the psychological stress and anxiety of parents when their children face 

serious illness.  The sources of uncertainty stem from diagnosis, daily activity, interactions, and 

future outlook, which can lead to posttraumatic stress on the parents (Santacroce, 2003; Hinton 

& Kirk, 2017).  Parental uncertainty is linked to a negative impact on coping strategies, including 

the interaction with other family members (Lin, Yeh, & Mishel, 2010).  Parental coping and 

adapting strategies are key to maintain family functioning during this time of crisis.        

Pediatric HSCT is a complex process that impacts the family as a whole.  Although care 

of the child’s life-threatening illness is the priority, many needs and challenges arise with the 

family dynamic throughout the HSCT experience that should be addressed (Kazak et al., 2019).  

There is a significant gap in the literature outlining interventions for families while the child is 

hospitalized for HSCT.  This qualitative descriptive study describes the factors that are most 

stressful and challenging for the parents of children who have undergone HSCT and explores 

how parents cope and adapt to their stressors.  Understanding the stressors of pediatric HSCT 

and parental coping and adaptation, particularly during the child’s hospitalization for HSCT 

when the parents stress levels are highest, will assist the healthcare team develop supportive 

interventions that address the needs within the family.     

Methods 

Design 

This study design used a qualitative descriptive approach to capture the experiences of 

both the parents and nurses in describing the stressors, coping mechanisms, and adaptation that 

families face during their child’s hospitalization for pediatric HSCT  (Kim, Sefcik, & Bradway, 

2017; Sandelowski, 2010).   
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Sample 

A stratified purposeful sampling method (Patton, 2015) and eligibility criteria (Table 6) 

were used to recruit parents of children who underwent a HSCT and nurses from a pediatric 

oncology inpatient unit.  Parents were defined as not only the biological parents, but as the legal 

parent/guardian or designated caregiver (Knafl & Van Riper, 2017).  The sample size for this 

study was consistent with other similar studies that evaluated the pediatric HSCT experience 

(Kim et al., 2017) and data saturation was reached at 12 nurses and 10 parents (O’Reilly & 

Parker, 2012; Ulin et al., 2005).  Parents were recruited by the HSCT team, either during a clinic 

visit or after admission for the transplant procedure.  Flyers and informational staff meetings 

were used to recruit the nurses. 

Measures 

The parents completed a demographic survey, a required semi-structured interview 

within one week from discharge while the child was still hospitalized, and an optional second 

semi-structured interview (Table 7).  The second optional interview was completed at least 24 

hours after the first interview, but prior to discharge (Dempsey, Dowling, Larkin, & Murphy, 

2016; Seidman, 2013).   Parents were interviewed separately to identify role differences 

(Kronenberger et al., 1998; LoBiondo-Wood, Williams, & McGhee, 2004; Barrera et al., 2012; 

Parsons et al., 2006) and nurses were interviewed within two months of caring for a transplant 

patient to capture their perspectives on the general pediatric HSCT population.     

Procedures  

After approval from the Institutional Review Board (IRB: 19-0308), data collection 

began at a large urban academic medical center in the Midwest.  Participants were consented and 

interviewed privately, face-to-face, and at the convenience of the participant.  Interviews were 
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audio-recorded, transcribed verbatim, checked for accuracy, and compared to the field notes 

taken.  A Nurse Advisory Committee, consisting of non-research participants from the pediatric 

oncology unit, provided input to the interview guides, reviewed the themes, and contributed to a 

dissemination plan.   All participants received a small token for participation as outlined in the 

grant proposals ($30.00 gift card for the first interview; $15.00 for the second interview).  

Confidentiality was ensured and a safety-monitoring plan was developed and in place to address 

any psychological distress from the parent and nurse participants (Koenig, Back, & Crawley, 

2003; Kaiser, 2009).        

Analysis 

A directed content analysis approach was used, which incorporated predetermined codes 

to assist in the validation of the conceptual framework (Hsieh & Shannon, 2005; MacQueen, 

McLellan-Lemal, Bartholow, & Milstein, 2008).  Stressors, coping, and adaptation were outlined 

as the overarching themes in which subthemes emerged.  Stressors were defined as demands on 

the family that may potentially change the family functioning; coping describes individual or 

family effort to decrease the stressful event, including the incorporation of resources; and 

adaptation describes the outcome of the efforts to manage a stressful situation, or what families 

have done to change in response to the stressor.  Data were reduced and displayed using the 

matrix method, leading to thematic conclusions, and NVivo 12 for Mac organized the data for 

analysis (Miles & Huberman, 1994; Peacock & Paul-Ward, 2006; Ulin et al., 2005).  

Dependability was sustained by using a team approach for the analytic process, and the codes 

were monitored for drift by keeping them well defined.  Member checking established credibility 

by reviewing the meaning of the interviews and themes with two nurses, and triangulation of 
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views between the nurses and parents helped with convergence among the different data sources 

(Creswell & Miller , 2000; Ortlipp, 2008; Mays & Pope, 2000).    

Conceptual Framework 

The design, measures, analysis, and summation of this study were guided by an 

adaptation from the Resiliency Model of Family Stress, Adjustment, and Adaptation (Hill, 1949; 

McCubbin et al., 1996; McCubbin & McCubbin, 1993; McCubbin, Gauble, & Patterson, 1982; 

Weber, 2011).  This adapted framework identifies a family stressor that leads to coping and 

adaptation with the assistance of various support methods socially, from the community, from 

the family, and from the healthcare team.  Stressors of pediatric HSCT, coping mechanisms, and 

adaptation were the concepts incorporated into the semi-structured interview questions (Kallio, 

Pietila, Johnson, & Kangasniemi, 2016), and were used for the directed content analysis and 

summation (Figure 2).        

Results 

 Ten parents (n=10) from six families and fifteen nurses (n=15) participated in the study.  

Each participant completed a demographic survey and one semi-structured interview, and two 

parents completed an optional second interview (Table 8 & Table 9).  The other eight parent 

participants were either discharged within 24 hours of the first interview or declined the second 

interview.  The parent interviews were between 20(min):39(sec) to 56:08 (mean 37:28) for the 

first interview; 3:07 to 7:17 (mean 5:15) for the second interview.  The nurse interviews were 

between 13:08 to 51:37 (mean 26:29).  The directed content analysis of the data yielded several 

subthemes that arouse from the primary themes of stressors, coping, and adaptation, and are 

outlined below (Table 10).   
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Stressors 

 The subthemes that emerged as stressors for the parents include: family obligations, 

seeing the child sick, work/financial obligations, marital stress, sleep deprivation, lack of 

information, transplant-related complications, prolonged hospitalization, and single room 

isolation.    

Family Obligations 

 Tending to family obligations was one of the strongest subthemes that emerged from the 

parent and nurse interviews.  Parents described having to take turns being at the hospital so that 

the other parent can be home, and that other family obligations were often neglected.  One parent 

dyad also shared different perceptions of the sibling experiences, in which the mother was more 

concerned than the father about the sibling being home alone or with other family members 

(Table 5).   Another mother shared the disruption that the HSCT experience can cause within the 

family structure, especially with the younger sibling. However, the father described the sibling’s 

experience more positively.  

Biggest challenge is, definitely with us, just trying to keep all the balls juggling that we 

normally juggle anyway.  Even before the cancer stuff, been very busy with eight kids . . . 

My wife and I pretty much switch every three to four days, so one of us is here . . . It’s 

good that one of us is always here, but that leaves the other seven kids at home with one 

of us . . . The 9-month baby is the real challenge.  We can’t just leave her at home, even 

though the older boys are great, we just don’t want to leave them all day long and still 

expect any kind of schooling to get done (Father 4).    
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Fourteen out of the fifteen nurses also commented on the challenges that families face 

balancing the needs of the family. “A lot of them have other kids, so the constant battle of 

worrying about who’s watching them.  Do they have childcare lined up? Feeling guilty about not 

being at home with the children who aren’t here” (Nurse 8).    

Seeing the Child Sick 

Children requiring HSCT often times experience many complications, expected and 

unexpected, that are hard for the family to face.  Although the nurses know what to expect, the 

families are often shocked to see what the complications really look like in reality, causing 

significant emotional distress.  “I think just seeing your kid that sick, it gets to you after a while 

emotionally and psychologically” (Nurse 7).  A mother describes her experience with her child 

becoming sick and requiring a transfer to the PICU.  This mother is not only concerned with 

what she sees, but what she doesn’t see.   

And she couldn’t breathe.  It was just like you could see her really going downhill with 

 the breathing every day . . . She started having pains in her stomach, real bad, like  

crushing pains like somebody was hitting her in the stomach (Mother 1).     

Work/Financial Obligations 

 Most of the parents described their work environment to be very accommodating but 

balancing work with other obligations was a challenge.  Some of the parents had flexible work 

hours and were able to work from the hospital room, and described their employers as 

understanding of their situation. Although parents would prefer to take off work, most were not 

able to do so due to financial obligations.   

My husband just went back to work last Monday, so he was here the whole time.  And if  

the first transplant would have taken, it would have been fine, but he had to go back  
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because he wasn’t paid.  So we are just using all our donations to pay . . . And that’s  

been the hardest for him that Daddy’s not here (Mother 5).      

The nurses seemed to have a different perspective about work and finances for families 

going through HSCT, and overall thought work and finances were more of a burden.  Families 

were described as facing many challenges having to work and be present at the hospital.  Nurses 

often try to instill in the parents the importance of their presence, but that they recognize that 

parents have other obligations. Nurses also described that some parents have to stop working to 

be present for their child.  

I’ve talked to a multitude of families who one or the other parent is unable to work or  

unable to keep a job because of the time commitment with the illness that comes with a  

hem-onc family or a transplant family, specifically (Nurse 10).         

Marital Stress 

A common thread between the parents was how little time they spent together as a couple 

and as a family.  Although very little time was spent together, efforts were made to use 

technology for communication and strong efforts were made to turn any time spent together into 

quality time.  One mother shared the challenges of not being home with her spouse, who is not 

the father of the sick child.  When family members are not present at the hospital with the sick 

child, they may not have the perception of the hospital experience.     

She’s an adult with a daughter of her own.  ‘If your daughter was going through  

something, you’ll be there too, so don’t keep talking about me, about we don’t spend time  

with each other’ . . . so I do give her a little bit more time.  I heard her, but at the same  

time, I had to also tell her to tone it down a little bit because I’m all my daughter has”  

(Mother 1).     
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Nurses supported the parent perspectives of marital stress, and shared that they have 

witnessed tension between parents as they sort out their roles during the child’s hospitalization.  

The initial diagnosis and HSCT can be extremely stressful on a marriage, and marriages 

sometimes end as a result of the stressors surrounding caring for a sick child. “Sometimes you 

can pick up on, there’s marital problems.  You can tell the tension between couples on the phone.  

One’s always raising their voice” (Nurse 6).   

Sleep Deprivation 

 Some parents discussed the challenges with sleeping while in the hospital environment 

with their child, but did appreciate the care taken by the nurses to maintain a quiet and calm 

environment throughout the night.  Other parents talked about the sleeping arrangements and that 

better amenities would help the parents to sleep more comfortably.  

I’m tired, of course.  When I’m here, taking care of my daughter and just being  

someplace other than home, you don’t sleep well anyway.  Although some of those nurses  

are like ninjas.  They can sneak in at night and I don’t hear them [laughter] (Mother 4).   

Several nurses commented on the lack of sleep that parents experience while caring for 

their hospitalized child.  Unfortunately, the child requires care through the nighttime hours, 

which can interrupt sleep for the parent.  The prolonged hospitalization associated with pediatric 

HSCT contributes to the chronic lack of sleep that parents experience. “Lack of sleep.  

Somebody’s coming in your room every hour or more.  The pumps are beeping consistently.  I 

feel like they get drained” (Nurse 7).         

Lack of Information 

Keeping families “informed” was a common theme that when not effective, caused 

significant stress on the families.  Because most pediatric transplant centers are affiliated with 
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academic institutions, there are various levels of providers from attending physicians to 

residents, so families meet a lot of healthcare professionals.  Many programs also have a robust 

nurse practitioner (NP) team that assists with care and communication with the family.  Overall, 

the parents felt informed, and commented on the daily communication received from the 

inpatient NP.  But there were a few families that thought the communication process could be 

more organized.  One mother compared her inpatient and outpatient experiences, and felt the 

inpatient communication was not as cohesive.  

I think it’s the same attending for a week straight, but sometimes it’s different residents 

and fellows that come in, and sometimes, you cannot get it straight . . . I think of the 

doctors that we’ve had since we’ve been here, I’ve liked them all. . . but it just feels not as 

cohesive and connected to your case.  I’m not going to say it’s a challenge.  You figure it 

out.  You work with whomever you’ve got.  But it’s just not the same feeling as being part 

of the clinic team down there because you’re always with the same people” (Mother 6).    

 The nurses agreed with the parent perspectives that communication with families needs 

to be more streamlined and organized.  There is a large burden placed on the nurses regarding 

communication with the family concerning important updates.  Another nurse commented on the 

amount of healthcare providers that communicate with the family and how information can be 

conflicting.  The lack of parental knowledge around potential complications was brought up as a 

concern as well. 

Parents always have questions, and just seeing the nurse is not enough.  Just seeing the  

resident is definitely not enough.  They want to see the doctor or that NP who educated  

them on this or who had them sign the consent for this transplant and who can only really  

give them answers to the questions that they want because the resident has to then defer  
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to the transplant team” (Nurse 9).      

Transplant-Related Complications 

 Transplant complications are a major stressor as it relates to the uncertainty of the course 

the child will take during the HSCT hospitalization.  Half of the parents talked about their child 

experiencing clinical complications, from primary non-engraftment causing prolonged 

immunosuppression and hemorrhagic cystitis, to multisystem organ failure in the PICU.   One 

mother was the actual donor to her child, and had to go through the stressful donation process 

twice, because the first transplant did not engraft.  Another parent’s child had a prolonged PICU 

stay for respiratory and renal failure, and described this experience as a complete loss of control. 

The nurses also talked about stress on the family when their child is transferred to the PICU.  

There is a complete change in the care team with new routines, and parents have to adapt to a lot 

of change when the child is critically ill.   

I did not like the ICU, it feels like I’m signing my child over to death.  To me, that’s what 

 it felt like.  And I was like, ‘No.  We’re going to get of this . . . it’s not time to go yet.  You  

got a whole life to live’.  So that’s why I told her to keep fighting. She fought” (Mother 1). 

Prolonged Hospitalization 

The parents did not focus on the length of the hospitalization because there were willing 

to do whatever it takes to get their child healthy, but the nurses talked about the time 

commitment as a challenge for families.  More complications with the child’s health can prolong 

the hospitalization, and children are often readmitted after they are discharged home due to 

ongoing transplant-related complications. The prolonged hospitalization was described as 

demanding on the family and unpredictable.  One nurse stated, “But I think it’s also just this is 

their whole world, this little room, for how many weeks, sometimes months” (Nurse 15).       
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Single-Room Isolation 

Children who have undergone HSCT are confined to a single patient room until their 

cells have engrafted, which could take sometimes up to a month.  The nurses shared that single 

room isolation is confining to the family and that the “walls start to close in” after a while. The 

children possibly need to be confined longer if they don’t engraft and have to be transplanted a 

second time, or they have a prolonged hospitalization because of transplant-related 

complications.  One mother referred to the patient’s room as her home, and had suggestions of 

how the team could improve the living conditions.      

We’ve been transplant patients, and they’re confined to a room.  I understand you all  

can’t knock down a whole ward and build rooms with all this different stuff.  However, a  

little small microwave in the room so we don’t have to keep running in and out of the  

room for stuff like that because some patients do still eat . . . and definitely housekeeping  

. . . that’s my only gripe.  I feel like I clean the room myself.  Once again, that’s her  

home.  She can’t come out of that room” (Mother 1).   

Coping 

 Parents described various methods of coping to the stressors, which included:  self-care, 

emotional outlet, spirituality/religion, normalization, avoidance, and need for information.   

Self-Care 

Self-care was described as the parents caring for both their physical and psychological 

wellbeing.  Most of the parents and nurses expressed the need for parents to take periodic breaks 

while staying with their hospitalized child, even if just a brief time to get coffee, take a walk, or 

make a phone call.  Several of the parents shared their need for exercise and describe how they 

are staying active, including walking and jogging around the campus.     
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I went for a jog this morning.  I try to get a little bit of exercise.  Normally at home, I go  

a couple times a week at 5:30 in the morning and play some pick-up basketball with some  

guys to get a good sweat up.  So that hasn’t been available.  I haven’t played basketball  

for over a month, so I’ve missed that (Father 4).   

Although most parents did not focus on their physical amenities, a third parent shared that there 

should be more options available for parents.   

They do a lot of stuff for the kids, but there’s not a whole lot of – or easier things for the  

parents . . . Just you feel like you’re stuck in here, and there’s not a whole lot for the  

parents to feel sane . . . I would pay an arm and a leg to go downstairs and get a  

pedicure, get my hair cut (Mother 5).   

Almost all of the nurses illustrated the need for families to take time for themselves, but 

that some parents have a hard time leaving their child. One nurse described a parent who 

neglected her own health to be with her child. That seemed to be a theme with the nurse 

perspectives.  Another nurse encourages parents to take breaks.    

We need to convince some parents that it’s okay for them to step away, go home and take 

 a shower in your own house, and do what you need to for yourself, even for a couple  

hours . . . they come back rejuvenated.  They might feel a little guilty for leaving their  

child, but we provide the reassurance that it’s okay to do that for themselves” (Nurse 3).   

Emotional Outlet 

The experience of having a sick child can be extremely stressful and both parents and 

nurses described the emotional outlet that is needed.  One parent shared having to be strong for 

her daughter while in the hospital setting, but using her alone time for her emotional outlet.  This 

same mother describes how she copes with her daughter being critically ill; while at work, she 
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smells clothing that her daughter wore or listens to an audio recording of her interacting with her 

brother to remind her of the child.   

“Do I go home and cry sometimes?  All the time after desensitizing myself a little bit  

when I’m here with her so I can stay strong for her.  But when I walk out of here, it would  

be a different thing in that car.  I’ll fight air [laughter].  I scream there like it’s –  

whatever.  But I have to put up something for her” (Mother 1).   

Nurses described the challenges to prepare the parents for how to cope and adapt to their 

child’s illness.  It was shared by one nurse that sometimes families lack coping mechanisms, and 

are emotional throughout their child’s hospitalization.   

I’ve had some parents in there that have a very hard time coping at all, and they just cry  

in the room with the kid, and it’s a little distressing for the kid and the other people in the  

room” (Nurse 4).   

Spirituality/Religion 

Praying and spirituality was a common parental theme as a coping strategy, which can be 

done anywhere or anytime.  Praying was described by one father as a way to cope with a poor 

prognosis for his three-year-old daughter with neuroblastoma.  This father talked positively 

about having hope and that praying gives him strength.  Nurses have witnessed that parents turn 

to religion, spirituality, and praying as a coping strategy.  “Some parents turn to religion and 

that’s how they cope best” (Nurse 14).   

What I will say I do, because he sleeps late, is I’ve started doing a 20-minute morning  

prayer, and I have found that to be very helpful.  That’s probably a coping strategy.  I  

feel much better if I’ve gotten that done before the day starts rolling or anything starts  

happening.  I guess you could liken that to a mediation time, I’m praying (Mother 6).    
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Normalization 

The nurses spoke strongly about the need for parents to normalize their situation while 

the child is hospitalized.  Some families try to keep their normal home schedules or activities, 

like watching the same TV shows or listening to music. When children are hospitalized, they 

sometimes think they can get away with acting out.  Some parents were described as holding 

their children accountable to the same behaviors that they would if they were not hospitalized.   

They will even try making the child do some homework, I think, just to kind of give them  

some – to normalize them. I’ll hear them say, ‘just because you’re here doesn’t mean  

you can act like that’ . . . they try to make it normal like they would at home (Nurse 6).   

Avoidance 

There were some parents who described that they did not need to cope, or that they would 

worry about themselves at a later date, after the child was discharged.  When the child is doing 

well (without complications), parents shared they did not need to find ways to cope.  One mom 

described herself as not the priority.  “Being a momma, myself is always last, so that’s fine” 

(Mother 4).  Another second parent shared, “Overall, we’re fine because our son is fine.  If my 

son here doing bad every day, reports from doctors not good, then I would have a reason to 

cope” (Mother 2). Nurses recognized that parents sometimes use avoidance as a coping 

mechanism.  One nurse describes that some parents avoid being present for their child as a way 

of coping.  

Other parents, it’s hard to say because I feel like their coping mechanism is, I don’t want  

to use the word avoidance, but they just aren’t here and – if that’s how you’re able to  

handle this and it’s too much, that’s understandable too (Nurse 14).   
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Need for Information 

 Although parents did not describe the need for information as a coping mechanism, the 

lack of information was a strong theme causing parental stress while the child is hospitalized.  

Several nurses, however, shared their experiences with how parents cope using knowledge.  

Allowing parents to participate in care and providing them with information was one way to help 

parents cope.  One type of knowledge described includes information that parents seek out about 

the patient, including medications and lab results.  Parents were also described as turning to 

online support to stay informed.  “ 

They turn to different things to feel like they’ve got control.  We’ve seen families who they 

 feel the need to write down every single medication and time and dose and everything  

that they received during their stay . . . they want to write down all of the labs (Nurse 3).        

Adaptation  

 Parents have to adapt both internally and externally to the child’s illness, which may 

include modifying environmental factors or changing their way of thinking.  The subthemes that 

emerged include: work-life-balance, role change, new routine, change in attitude, and sacrifice.   

Work-Life-Balance 

Most of the parents still have to work, even though their child was facing this life-

threatening illness.  Employers were mostly accommodating for the parents, allowing flexibility 

in scheduling and working from home.  Some nurses were in agreement with the parents that 

employers are usually accommodating with the parents during the transplant hospitalization, but 

others described the challenges of being off work, especially after the Family Medical Leave Act 

(FMLA) time runs out.  Most of the children experiencing HSCT require prolonged 

hospitalizations and time off school lasting much longer than three months, which is challenging 
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for families to manage. One mother shared: “My company was good.  Even through they’re anti-

working from home, they’ve been letting me.  Since this all happened, I’ve been able to work 

from home so that I can get him back and forth” (Mother 3).      

Some parents have challenges with work-life-balance, which affects the child’s 

psychosocial and physical well being, as described by one nurse.  Parents can’t always be present 

for their child because of other obligations, either family and/or work, which poses problems for 

especially the younger children.  Parents were also described as having to quit their job to be 

present, which then adds to the financial strain on the family. 

Somebody’s presence is very important for their child.  Parents don’t have to stay 24/7,  

but at least visit your child every day, or every other day, for a couple of hours . . . We  

have one patient here now . . . the parents are almost never here . . . the child suffers, in  

my opinion, psychologically, mentally, physically (Nurse 5).      

Role Change 

Parents and nurses both described that roles often time change in the family to adapt to 

the HSCT experience. Parents have to pick up roles that were different from their normal 

routines, such as grocery shopping, laundry, and providing respite care for the other parent by 

staying at the hospital.  Role change was described as somewhat challenging by both the parents 

and nurses, but that the families tend to work together to do what is needed for the child and 

family.  

Things just need to be done.  My wife’s here and laundry needs to be done.  Fine.  I’ll  

take it back to the house and just do it . . .We need groceries.  Fine.  I’ll go out and do it. 

 It’s a couple working together to get through the rest of the life that isn’t related to the 

 cancer . . . but it’s affected by it (Father 3).       
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New Routine 

Parents have to rearrange their lives both with the hospitalization and with their child’s 

illness in general.  Both parents and nurses talked about the importance of maintaining a routine.   

I think I’ve been just trying to stay in a schedule where the resident comes in usually  

between 7:00 and 7:30, and then I get up, take a shower.  And if it’s a workday, I’ve been  

starting work and then trying to get my son into some kind of routine . . . But I think, in  

my head, I was committed.  This is what we’re doing, and once I established my schedule,  

then it’s just been fine (Mother 3).   

The nurses commented strongly on how families have to change their routines and 

schedules, including putting their lives on hold, which is consistent with the parent perspectives.  

“Some people, they have to kind of rearrange their whole life . . . adjusting their job so they can 

be here more” (Nurse 4).  “They basically have to put their life on hold . . . they have to adapt at 

basically just not having an outside life at that time” (Nurse 12).  Another nurse described the 

perspective of how the transplant experience affects the whole family.   Maintaining a routine 

was viewed as necessary for adaptation. “The biggest thing that helps families get through such 

a rocky, shaky point in their life is familiarity and routine” (Nurse 10).   

Change in Attitude 

Change in attitude, signified as a different way of thinking when being faced with a life-

threatening illness, was the strongest theme that emerged from the parents in how they adapt.  

All of the parents talked about maintaining a positive attitude as they navigate through this 

experience. One parent described how she thinks more positively and how she has changed as a 

mother.   

I have a lot more patience than I ever had.  I don’t want negativity in my life because it  
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seemed like negativity pull you down . . . I changed everything around me.  Everything  

about me is brand new.  I am no longer that person that I was three years ago.  I’ve  

definitely changed.  I’ve become a better mom, actually.  Because now, it’s the little  

things that people take for granted with their kids, I thrive on that” (Mother 1).   

Adapting to social situations was shared by one mother as a challenge.  She described how she 

has changed socially by avoiding situations in which the topic of discussion is her sick child. 

This mother shared that it can be exhausting talking about her son and preferred social situations, 

which took her away from this situation.  

I have changed socially . . . it’s hard to be somewhere where everybody’s like, ‘Oh,  

there’s the family whose son is sick’ . . . socially, I definitely avoid situations in which I  

feel that’s going to be the topic” (Mother 6).   

Finally, a mother describes how she has to abandon her previous thinking that she does not need 

help. As a mother of eight children, she is used to doing everything for her children, but now has 

been forced to adapt and accept outside help so she can be at the hospital with her sick child.  

This was contrary to the father’s view, who was grateful for the help the family received from 

the church and community.  

I’m not one to usually ask for help . . . I’m always the ‘I can do it myself’, which is  

probably where my kids get it from.  A little stubborn . . . probably in the very back of my  

head, it bothers me (to ask for help), but I’ve learned I have to let it go” (Mother 4).   

Sacrifice 

Several parents shared sacrifices that they have made for their sick child, but that these 

sacrifices were not a burden on the family, such as missing a birthday or holiday, as described by 

one father: “My birthday was in November, and we were here for Thanksgiving.  But I’m here 
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with him, so it didn’t bother me” (Father 2).  One nurse described sacrifice that parents make as 

it relates to giving up a job to be present for their child, while another parent shared the overall 

experience as being a small bump in the road when looking at life as a whole.  “You have to stay 

positive . . . if our child lives to be 100 years old, then this time of 100 days is just a blip on the 

radar, nothing more” (Father 3).  Only one mother interviewed was the donor to the child, and 

she shared that her experience with donation was challenging and painful, but that she was more 

than happy to sacrifice and go through the procedure.  The first transplant did not engraft, so then 

she had to go through the process again.   

It was a little exciting that I get to be the one to do it.  But then when  . . . I don’t know, it  

was a little more intense than I thought it was going to be.  And then you had to lay there  

still for six hours, then I was like, ‘I’ve got to do this again [laughter]” (Mother 5).      

Discussion 

Family obligations were described by both the parents and nurses as the most challenging 

to balance while the child is hospitalized.  Social support is needed to help families manage the 

care of the sick child and the care of others within the family unit (Tillery, Joffe, Mara, Davies, 

& Pai, 2018).  The front-line healthcare team needs to be cognizant of challenges within the 

family dynamic so that they can tailor the care to meet the needs of the family and not just the 

child.  This may include organizing for a care companion or child life specialist to stay with the 

child so that the parents can tend to other family members and obligations outside of the hospital 

setting.         

Transplant-related complications emerged as a stressor that families face, whether it is a 

fear of or an actual experience with known complications, such as organ toxicity, infection, or 

graft versus host disease.  Parental emotional functioning is impaired when the child experiences 
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clinical transplant complications and prolongs the psychological recovery of the parents to this 

experience (Terrin et al., 2013) .  The PICU experience can be extremely challenging for parents, 

particularly related to emotional stress and uncertainty (Alzawad, Lewis, Kantrowitz-Gordon, & 

Howells, 2020).  More research is needed to evaluate how to best support families when the child 

struggles with transplant complications, especially when the child requires a higher level of care 

in an ICU setting.  Although some of the parents shared concerns for financial stability during 

their child’s transplant, they focused more on general worries about taking off work and paying 

the bills. Kazak et al. (2019) found similar results that families struggle financially during the 

HSCT experience generally, and that some families have more significant challenges, such as 

insufficient funds for food and housing.  None of the parents interviewed for this study shared 

significant financial concerns, but some talked more generally about having less money 

available.  It is vital that the multidisciplinary healthcare team assesses and addresses financial 

concerns and insurance coverage for families prior to HSCT hospitalization.                          

Parents who expressed that there was a breakdown in communication while the child was 

hospitalized or didn’t feel well informed noted this to be a significant stressor.  Internet, online 

support groups, and involving the parents in the care of the child were found to be interventions 

that helped parents cope with staying informed.  Parental activation, the process of parents taking 

on the role of co-managing their child, also fosters the parents to stay informed (Pennarola et al, 

2012; Pennarola et al., 2015).  Another study that explored the experiences of parents who were 

both the donor and the caregiver to the child found similar results (van Walraven, 2012).  Parents 

overwhelmingly shared that they did not feel well informed of the donation process to their child, 

which compounded the lack of familiarity within the hospital environment.  Kazak et al. (2019) 

identified that access and communication with an interdisciplinary team is essential and reported 
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similar findings that some parents expressed they were not supported by their care team.  Support 

and communication from the healthcare team is vital to HSCT experience and helps parent cope 

during the hospitalization (Lankin et al., in review). 

Coping mechanisms are necessary for parents to navigate through the pediatric HSCT 

experience and help to decrease stress and anxiety that is often times seen with the parents 

(Cavadini et al., 2019).  All of the parents interviewed in this study shared their positive outlook 

when approaching their child’s life-threatening illness and risky treatment.  This is consistent 

with the authors in another study that evaluated the parental perspectives when preparing for 

their child’s HSCT journey and potential outcomes, and found that over half of the parents 

surveyed did not think their child’s health would worsen or the child would die (Ullrich et al., 

2016).  Although families are educated on the risks and challenges of HSCT, positivity is seen as 

a coping strategy to avoid the fear and loss of control that comes with the potential complications 

of HSCT.  Ullrich et al. (2016) also found that those families with solid tumors had a worse 

outlook than those families with a hematologic malignancy, most likely because pediatric solid 

tumors requiring HSCT carry a worse prognosis than the hematologic cancers.  The current study 

only interviewed the parents from one family in which the child faced HSCT for stage IV 

neuroblastoma, and although both parents recognized the prognosis, they maintained a positive 

outlook and were hopeful for a cure.  Parents who use hopefulness as a coping strategy also 

exhibit emotional resilience as they deal with their child’s life-threatening illness (Tillery, et al., 

2018; Popp, Conway, & Pantaleao, 2015).    

Avoidance was recognized as a coping strategy in this study and is described as parents 

who avoid addressing their own physical and psychosocial needs and those challenges their child 

faces.  The parental use of avoidance as a coping mechanism is associated with the incidence of 
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greater psychological distress and posttraumatic stress syndrome (Phipps, Dunavant, Lensing, & 

Rai, 2005; Stoppelbein et al., 2013).  Holding back is a social process described by Virtue et al. 

(2014) in which the parents avoid reaching out to family and friends to express their concerns 

and fears, leading to more psychological distress.  One parent in this study expressed eluding 

social situations to avoid talking about her sick child, however, support from family and friends 

is seen as essential for the family experiencing the stressors of pediatric HSCT.  Normalization 

was a coping strategy shared by the nurses, and refers to families trying to maintain some kind of 

regular schedule and activities that mimics their home environment.  Striving for normalcy is a 

comfort to families and helps the parents maintain stability and hopefulness (Van Schoors et al., 

2018).                

The pediatric HSCT experience requires that family members adapt to accommodate the 

needs of the child and life outside of the hospital.  Although only one mother shared a lack of 

presence from the child’s father, all of the other parents interviewed were involved in the child’s 

care, and had a strong presence in the hospital setting.  Brody and Simmons (2007) explored the 

views of fathers regarding the effects of their child’s cancer diagnosis and learned that all of the 

fathers were involved in caring for their child, which was not consistent with earlier studies that 

showed the mother figure took on the role of caring for the child.  Almost all of the parents in 

this current study stated that they are a team with their spouse in adapting to this HSCT 

experience.  Parents described that they switch off at the hospital so that the other parent can take 

a break, and the responsibilities at home and with the siblings was shared.   Parents were noted to 

make sacrifices for their child in this study, mostly related to time spent at the hospital, lost time 

with other family members, and missing out on life events.  One parent shared her experience as 

a donor in which she found challenging, but was more than willing to do anything for her child.  
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This coincides with a study that explored the experiences of parent donors, and found that 

parents were more than willing to donate, but also the parents felt like they did not have a choice 

(van Walraven et al., 2012).  Family resilience relies on managing stressors, coping, and 

adapting to the challenges faced throughout the HSCT experience (Van Schoors, Caes, 

Verhofstadt, Goubert, & Alderfer, 2015).     

Strengths/Limitations 

 This is an innovative and novel study that gathered the perspectives of both the nurses 

and the parents in describing parental stressors, coping, and adaptation to pediatric HSCT.  

Interviews were conducted with the participants during the experiences, producing strong results.   

Triangulation of data from the parents and nurses was used to converge the perspectives and 

strengthen the credibility of the study.  Credibility was also strengthened through a team 

approach in data analysis.  An adaptation from the Resiliency Model of Family Stress, 

Adjustment, and Adaptation was used to guide this study, adding a different perspective to how 

the healthcare team can understand coping and adaptation strategies of parents during their 

child’s HSCT experience.  This study can support further research that concentrates on the 

individual stressors and interventions to address these stressors, which will support parental 

coping and adaptation. 

One limitation of this study is that the data were collected from a single institution over a 

twelve-month timeframe in the Midwest of the US.  Some of the data gathered may not be 

entirely reflective of the HSCT experience, but instead, of institutional processes and challenges.  

More diversity in the sample through a multi-site study, expanding socioeconomic background 

and ethnicity, would provide an inclusive perspective of the HSCT experience.  All non-essential 

research was held due to two work-force disruptions and COVID-19, leading to fragmented data 
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collection.  The nurses were interviewed at the beginning of the study, and the parents 

throughout the year.  During that year, a nurse practitioner (NP) position was added to the 

inpatient team, accentuating the communication process between families and the HSCT team.  

The addition of this new NP position did promote more positive comments from the families in 

how they communicated with the healthcare team.  Further research that focuses on addressing 

communication with the family throughout the HSCT experience would facilitate knowledge 

regarding roles within the healthcare team.  The nurses were member-checked, but the parents 

were difficult to follow up with as a result of quarantine practices.  The interviewer had no 

working relationship with the parent participants, but did have a peripheral working relationship 

with the nurse participants, however only in a clinical support role.  The parents were aware that 

the interviewer was employed at the study site, which may have impacted the parent responses to 

be more positive.  The positivity of the parent responses may have also been a result of the 

HSCT having a curative goal, and that the child was close to discharge.   

Practice Implications 

 One important role of the healthcare team is to recognize when a family is struggling 

with the challenges related to the HSCT experience (Phipps et al., 2005; Lindwall et al., 2014; 

Rodday, Terrin, Leslie, Graham, & Parsons, 2017; Jobe-Shields et al., 2009).  Nurses, in 

particular, are uniquely positioned to assess for parents who are not coping and adapting to the 

hospitalized child’s diagnosis, prognosis, or potential complications, and can advocate for further 

support interventions.  With over 40% of parents reporting unresolved feelings about their 

child’s cancer diagnosis leading to fewer feelings of hopefulness, moving forward into a risky 

treatment with known complications and mortality can worsen the emotional and psychological 

distress that parents face (Popp et al., 2015).  Transplant complications requiring a higher level 
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of care in an intensive care setting poses different challenges for the family.  The healthcare team 

needs to better understand how to support families in that situation who are already at a 

heightened stress level.  Support interventions for the family are vital throughout the HSCT 

experience and may include support from the healthcare team, community, other family 

members, and from social sources (Lankin et al., in review).  Parents reported the support that 

was most relevant was connecting with other parents and children who went through the HSCT 

experience (Lankin et al., in review).  Hospital-based support groups and family gatherings are 

activities that nurses often times facilitate as a connection for families who are hospitalized.  

Nurses can partner with the pediatric stem cell transplant multidisciplinary team to both assess 

families for emotional distress and stressors that are impairing coping and adaptation 

mechanisms, and be empowered to participate in support interventions. 

Conclusion 

 This study explored the challenges that parents face during their child’s HSCT 

hospitalization and how parents cope and adapt to this experience.  Families struggle most with 

maintaining their lives outside of the home and with the uncertainties of their child’s prognosis 

as they move through the transplant process.  As stressors build, parents need to find ways to 

cope and adapt to the challenges and rigorous regimen throughout the HSCT experience.  If 

parents don’t provide self-care, find emotional outlets, stay well informed, develop new routines 

and stay positive, coping and adaptation mechanisms can become impaired.  During the acute 

phase of the HSCT experience, families benefit from strong multi-faceted support, including 

support from their healthcare team, community, family, and social sources (Lankin et al., in 

review).  More interventional research is needed that explores how the healthcare team can 

support families through this stressful experience during the time the child is hospitalized for 
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HSCT.  Nurses have the knowledge, motivation, and expertise to address the emotional needs of 

families as they navigate through the pediatric HSCT experience.    
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Table	6 

Stressors,	Coping,	and	Adaptation	Inclusion	Criteria:	Parent	and	Nurse	

Inclusion Criteria Exclusion Criteria 
Parent  

Parent/caregiver is English speaking and > 
18 years of age 

Parent who requires a translator to 
communicate and/or is <18 years of age 

Child is hospitalized for a HSCT – can be 
subsequent transplants if they are enrolled 
in a protocol that requires more than one 
transplant 

Child is readmitted for complications after 
discharge home for HSCT 

Primary parent of the child – actively 
involved with the care of the child in the 
hospital setting 

Parent not present during the 
hospitalization for the child’s HSCT 

Autologous or allogeneic transplant for any 
disease process – malignant or non-
malignant (efforts will be made to recruit 
both) 

Child is critically ill in the PICU setting or 
deemed terminal 

Parent willing to participate in one 
interview at one time point towards the end 
of the hospitalization time frame – optional 
follow-up interview at least 24 hours after 
the first interview while the child is still 
hospitalized 

 

Patient has not died or is not imminently 
dying – admission to the PICU will not be 
excluded 

 

Nurse  
Pediatric oncology/HSCT nurse who is off 
orientation  

Pediatric oncology/HSCT nurse who is 
currently in orientation to the inpatient care 
unit 

Pediatric oncology/HSCT nurse who has 
worked at the study institution for 6 months 

Pediatric oncology/HSCT nurse who has 
not worked at the study institution for 6 
months 

Pediatric oncology/HSCT nurse who cared 
for a HSCT patient within the last 2 months 

Pediatric Oncology/HSCT nurse has not 
cared for a HSCT patient in the past 2 
months 

Willing to participate in the study and 
provide one interview at one time point 

Float nurses and registry nurses not based 
on the in-patient pediatric oncology unit 

Nurses who work any shift – including 
dayshift, nightshift, or rotating shift – 
efforts will be made to recruit different 
shifts to be represented 
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Table	7	

Stressors,	Coping,	and	Adaptation	Interview	Guide:	Example	Questions	

Parent Interview Questions (First Interview) 
6. Introductory Questions: 

• Describe your child’s disease, when he/she was diagnosed, and what that 
was like? 

• Describe the experience of learning that your child would require a HSCT? 
• How did you prepare for your child’s transplant?  How did the healthcare 

team prepare you for this journey? 
7. (Stressors) What have been the biggest challenges during your child’s 

hospitalization for transplant? 
8. (Stressors) Have there been other stressors that have occurred besides your child’s 

illness? 
9. (Coping) Have you been able to take care of your own needs during your child’s 

hospitalization? (What kinds of things do you do to take care of yourself during this 
hospitalization that helps you care for your child?)  

10. (Adaptation) What have you needed to change in your life after your child became 
ill and when your child was hospitalized for the transplant? 

Parent Interview Questions (Second Interview) 
3. Is there anything that you have thought about since our first meeting that you 

wanted to discuss or clarify?  
4. Do you have additional thoughts that you want to add about your hospitalization 

experience? 
Nurse Interview Questions 

8. (Stressors) What are the biggest challenges or stressors for the families during the 
transplant hospitalization? 

9. (Stressors) Have you seen other stressors fort the family arise during the 
hospitalization for transplant?  

10. What challenges do you face when caring for these patients? 
11. (Coping) What have you seen families do to cope with their child’s illness during 

the hospitalization for HSCT? 
12. (Adaptation) What changes have the families needed to make during their 

hospitalization for HSCT? 
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Table 8 

Stressors,	Coping,	and	Adaptation	Parent	Demographic	Data:		N=10	(6	Families)	

	

 

 

 

 

 

 

 

 

 

 

 

 

 

 

	

	
	
	
	
	
	
	
	
	
	

Variable Count (%) 
Gender: Female 
                  Male 

6(60%) 
4(40%) 

Race/Ethnicity 
       White/Caucasian 
       Black/African American 

 
7(70%) 
3(30%) 

Education 
       High School Diploma 
       Trade School 
       Associates Degree 
       Baccalaureate Degree 
       Masters Degree 

 
2 (20%) 
2 (20%) 
2 (20%) 
3 (30%) 
1 (10%) 

Employment Status 
        Full-time 
        Self-Employed 
        Unemployed 
        Other 

 
6 (60%) 
2 (20%) 
1 (10%) 
1(10%) 

Married Status 
       Married 

 
10 (100%) 

Type of Transplant 
       Autologous 
       Allogeneic 
             Sibling Donor 
             Parent Donor/Haplo 
             Matched Unrelated Cord 

 
3(50%) 

 
1 (17%) 
1 (17%) 
1 (17%) 

Disease 
       Hodgkin’s Lymphoma (Auto) 
       Congenital Neutropenia (Allo) 
       Neuroblastoma (Auto) 
       Fanconi’s Anemia (Allo) 
       MDS - Post ALL (Allo) 

 
2 (40%) 
1 (17%) 
1 (17%) 
1 (17%) 
1 (17%) 

Family Role 
       Stay with child 
       Work 
       Both (stay/work) 

 
2 (20%) 
1 (10%) 
7 (70%) 

Variable Mean(yrs)       Range(yrs) 
Age (parent)        41.9                  30 to 56 
Age (child)        11.2                   3 to 19 
	



	 95	

Table	9		
	
Stressors,	Coping,	and	Adaptation	Nurse	Demographic	Data:	N=15	
	

Variable Count (%) 
Gender: Female 15(100%) 
Race/Ethnicity 
       White/Caucasian 
       Asian 
       Black/African American 
       Latino/Hispanic 
       Other 

 
9(60%) 
2(13%) 
2(13%) 
1(7%) 
1(7%) 

Highest Nursing Education 
       Baccalaureate (BSN) 
       Masters (MSN) 

 
15 (100%) 

3(20%) 
Shift 
       Dayshift 
       Nightshift 

 
8(53%) 
7(47%) 

Variable Mean(yrs)            Range (yrs) 
Age        37                       26 to 62 
Years as a Nurse       13.1                     3 to 37 
Years as an Oncology Nurse        9.7                     1.5 to 28 
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Table 10 
 
Sample Quotations: Stressors, Coping, and Adaptation 
	
Theme	 Subtheme	 Quote	

Stressors	
	

Family	
Obligations	

“I think what goes on here creates a stress on our family, 
probably most noticeably what goes on with our daughter – 
she’s the younger one – because it’s out of her wheelhouse of 
control.  So she’s kind of at the mercy of whatever family 
member is kind of taking things over for us” (Mother 6).  
 
“There’s a lot of running around, back and forth.  And we 
leave my daughter home a lot . . . sometimes, my son will be 
home or she might go to her grandparents, but she stays home 
a lot . . . and she says she enjoys it [laughter]” (Father 6).	

	 Seeing	the	Sick	
Child	

“So things are a lot different in real life than they are on 
paper. To read on paper that they might end up with 
mucositis, and then to see their child throwing up the lining of 
their stomach . . . the reality of everything is very harsh” 
(Nurse 3).  
 
“What if she gave up underneath that life support system, and 
then all her organs start failing?  That’s what I was thinking 
that it was all about because every time I ever heard of 
somebody on life support, that’s what happened to them 
(Mother 1).	

	 Work/Financial	
Obligations	

“Our jobs have been great . . . so luckily, money hasn’t been 
an issue because we’ve been getting paid, and our insurance 
has been wonderful, we haven’t had to work about anything 
like that” (Mother 3).  “We do the best we can trying to make 
it.  We got a house, which my mother-in-law is the owner of 
the house, so it kind of helps a little bit, but the bills, water, 
gas, lights, all that stuff just keep - - they don’t stop.  They 
don’t care about what you’re going through” (Father 2).     
 
“I think just being here 24/7 . . . Both parents work, so I just 
try to tell them if you have someone that could stay here with 
them, maybe try to work as much as you can, especially if you 
carry the insurance.  Because if they do get sick, you want to 
be here” (Nurse 11).	

	 Marital	Stress	 “I guess for the last month, I’ve probably seen my wife an 
hour and a half to two hours a week, so that’s kind of tough, 
but we take advantage of technology.  We try to do a 
Facetime every night with the whole family and just try to 
stay a little bit connected” (Father 4). 
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“A transplant can be very stressful in a relationship.  Having a 
child with cancer can be very stressful in your relationship.  
For a lot of people, just the diagnosis alone can be enough to 
ruin a marriage” (Nurse 8).	

	 Sleep	
Deprivation	

“When I stay here, I’ll sleep on the little couch.  I don’t sleep 
well in here, but it’s all right [laughter]” (Father 6).   
 
“I feel like parents, they don’t sleep because they can’t.  This 
is not a sleep-inducing environment, which is fine if you’re 
only here for 24 hours.  But if you’re here for three months, 
when are you supposed to sleep?” (Nurse 8).	

	 Lack	of	
Information	

“I love Madeline too! . . . whatever they need to keep that 
position, that’s great because she’s so knowledgeable.  And 
she’ll always come here so you feel like you’re kind of getting 
two times the information because I’ll talk to her first, and 
then the doctors will come and she comes back” (Mother 5).   
 
“Lack of information or conflicting information . . . from 
various providers, whether it’s nurses, physicians, nurse 
practitioners, dieticians . . . I think we don’t do a good job of 
explaining to them the potential that they could be transferred 
to the ICU for any number of reasons” (Nurse 8). 	

	 Transplant-
Related	
Complications	

“The first one didn’t take . . . with this Fanconi anemia, 
they’re harder to engraft . . . they were trying to be maybe not 
so rough with the chemo because the chemo’s what hurts 
these kids with Fanconi.  And it wasn’t strong.  I don’t think it 
killed off his cells” (Mother 5). 
 
“A lot of stressors I find is when the child starts to get sick . . . 
a kid who’s visually struggling to breathe or they’re having a 
reaction to a medication . . . If they need any more respiratory 
support, we have to go to the PICU . . . brand new unit, brand 
new routine, brand new set of nurses who don’t know those 
little quirks . . . the biggest stressor is any change in routine” 
(Nurse 10).  	

	 Prolonged	
Hospitalization	

“I know we’ve had a couple that have been here for maybe up 
to four months, just depending on the complications post-
transplant, or they get discharged and are frequently coming 
back” (Nurse 12).	

	 Single-Room	
Isolation	

“But for the parents that are stuck here and stay in the room 
and they feel like the walls start to close in on them after a 
while, once they’re here for so long” (Nurse 7).	

Coping	 Self-Care	 “I’m the only one who’s gotten away.  She (mom) won’t 
leave.  It’s a mom thing.  I understand that.  She’s got a 
couple of her friends who are coming down, and they’ll go sit 
in Starbucks for an hour which will be good for her” (Father 
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3).	
	
“Mom has to take care of herself.  Mom has to attend the 
doctor’s appointment because endocrinology appointments 
are tough to come by, and if she not getting her insulin, she’s 
not taking care of herself.  She needs to be available for her 
child, but she needs to be healthy as well” (Nurse 8). 	

	 Emotional	
Outlet	

“I came back and they had everything in her.  That’s the 
worst.  And I couldn’t hear her voice.  So I went through a 
spell where I had this recording of her when she was about six 
years old, and she was with her brother . . . I couldn’t get that 
out of my head.  Then I would take socks of hers home when I 
take it off her foot just smell her when I’m at work” (Mother 
1). 	
	
“But it’s hard because, how do we prepare them to learn how 
to cope? How do we guide them through the stages of grief, or 
give them appropriate ways to cope? No one wants to be 
handed that because like, ‘Why am I going to be coping soon?  
Why are you giving me this packet on coping?’ But you never 
know what they’re going to be upset about and when they’re 
going to need it” (Nurse 4).	

	 Spirituality/Reli
gion	

“Praying a lot, more even since this.  Really, we’ve lived a 
very charmed life – eight babies, no miscarriages, no real 
sickness in our family.  Healthy family.  Enjoyed traveling.  
Just, I mean, super blessed . . . so this is a pretty big blow, the 
cancer diagnosis and the bad prognosis that chances are she 
won’t be alive in five years” (Father 4).  	

	 Normalization	 “I also think just taking themselves out of the situation for a 
day or two, living their normal lives, hanging out with their 
other kids” (Nurse 15).    
 
“Some try to make it normalized here by watching their 
normal television channels or listen to music and things of 
that nature” (Nurse 2). 	

	 Avoidance	 “It’s not that I’m not able to (cope).  I’m sure I could, but I 
think my mindset is, ‘This is where I need to be’.  And so 
going back to being prepared for what this would look like, I 
think I was very much prepared for what this would entail and 
the time we would need to be here.  And so I feel it’s gone 
faster than I’ve expected.  It’s gone better than I’ve expected . 
. . I’m focused, and it’s a job.  And maybe when it’s over, I’ll 
go get a manicure or a pedicure [laughter], but until then, I 
think I’m all right” (Mother 6).  

	 Need	for	
Information	

“Let them participate in whatever you need to do and always 
inform them” (Nurse 5).   
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“Sometimes they talk to other families . . . going online, 
finding more information that they could bring up to the docs” 
(Nurse 11).	

Adaptation	 Work-Life-
Balance	

“I feel like we had the perfect jobs to incorporate what’s 
going on right now.  Perfect time, perfect space, perfect 
everything.  I’m just glad it’s still just two parents, so more 
support” (Mother 2).   
 
“The majority of the families that I have interacted with, their 
employers have been as understanding as they possibly can 
be.  But, unfortunately, in the American system, a lot of these 
companies’ hands are tied.  They don’t have internal policy 
about parents taking extended leave to care for a sick child 
beyond the federally mandated FMLA.  I do feel most of the 
companies try and be accommodating” (Nurse 8) 

	 Role	Change	 “They have to have a different role.  You can be mommy to 
four, and suddenly, you have to be super mommy to one.  And 
I feel like that’s a huge change” (Nurse 15).	

	 New	Routine	 “I honestly thank God that he was born with this, but we 
didn’t find out until now, and then it was transplant time . . . I 
quit going to the gym.  I quit working.  I quit going out.  We 
don’t do date nights.  I mean, life has just completely been at 
a standstill.  So I always am wondering, if we would have 
found this out from birth, would I have always been like that 
and just waiting for a transplant to happen?” (Mother 5).   
 
“There’s a lot of things I feel like they have to change . . .you 
can’t take one kid to McDonald’s because the other kid that 
just had the transplant can’t get McDonald’s.  That’s not very 
fair.  So just basic silly things that you wouldn’t think are a 
big deal, could be to a five-year-old” (Nurse 7).	

	 Change	in	
Attitude	

Mostly, just the mental outlook . . . maybe I was just a little 
more passionate about some of the things going on in the 
world.  Now, it’s like, more entertainment value.  I’ve just 
learned how to take a couple steps back” (Father 3).	

	 Sacrifice	 “Usually, it’s the parent who has the job that provides the 
insurance that winds up staying at work, and the one who can 
make the sacrifice, who doesn’t carry the benefits, is the one 
who stays at the bedside . . . most parents cannot work when 
the patient is here, which is a huge imposition” (Nurse 8) 	
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Figure	2	

Family	Support,	Coping,	and	Adaptation	Conceptual	Model	of	Resilience:	Pediatric	HSCT	

	

	

Note.		The design, measures, analysis, and summation of this study were guided by an adaptation 

from the Resiliency Model of Family Stress, Adjustment, and Adaptation (McCubbin et al., 

1996; McCubbin & McCubbin, 1993; McCubbin, Gauble, & Patterson, 1982).  Family stressors, 

family support, coping, and adaptation progress on a continuum throughout the pediatric HSCT 

experience.  Managing stressors with adequate family support foster coping and adapting, 

leading to family resiliency.     	
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APPENDIX A (continued) 
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